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Abstract
For American women, breast cancer remains one of the most commonly diagnosed
cancers. The average lifetime risk of developing this disease is approximately 12% according to
the American Cancer Society (American Cancer Society, 2019). Medical interventions, such as
surgery, radiation, and chemotherapy to name a few for breast cancer, supports survivorship
and longevity; however, many late and lasting effects from breast cancer treatment present
themselves in the lives of women. One of the residual effects of breast cancer treatment can be
damage to the lymphatic system resulting in lymphedema occurring anywhere from 5% of
women following sentinel node biopsy, 13% of women after standard axillary dissection, and
22% of women following surgery and radiotherapy (Rockson & Rivera, 2011).
Peer-reviewed research supported the idea that breast cancer related lymphedema may
influence psychosocial status and occupational performance factors. Few occupational therapy
professionals address psychosocial status and occupational performance when caring for this
population. Recommendations as a result of this project include creating an integrated mindbody approach towards physical management, occupational performance, and psychosocial
factors to help women live meaningful lives.
Occupational performance and psychosocial factors are intertwined through the lens of
an occupational therapy practitioner. The purpose of this project was to examine current
evidence of occupational performance and psychosocial factors related to daily selfmanagement and health education for women living with breast cancer related lymphedema
and propose strategies for improving occupational therapy services for these women. The
approach for disseminating this evidence and knowledge is through three knowledge
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translation projects. The three knowledge translation projects included writing an article for a
practice magazine, creating a poster presentation for a state conference, and submitting a
proposal for a short course at a national conference.
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Chapter 1. Introduction and Background
Background
I graduated with my master’s degree in occupational therapy in December of 2010 from
Sage Graduate School located in Troy, New York. My current position as an occupational
therapist and certified lymphedema therapist (CLT) at Anne Arundel Medical Center located in
Annapolis, Maryland, allows me to work with breast cancer survivors. These women may have
acute impairments, like pain or decreased range of motion, or late and lasting effects, such as
lymphedema, related to the treatment they received for their breast cancer. My clients often
receive services from multiple disciplines within the rehabilitation field related to the care and
management of their medical condition, and it is a privilege and an honor to work with these
women to tailor their treatment to meet their physical and psychosocial needs.
During my experience as an occupational therapist, women who are survivors of breast
cancer often come to occupational therapy with measurable physical impairments such as
decreased range of motion, decreased strength, swelling, and pain which may be a result of
their medical treatments. Some women express subjective feelings of skepticism, fear, and
hopelessness articulating an ever-present worry about their cancer’s potential return. Other
women report that their minds are filled with fear or anxiety of complications related to
treatment, specifically lymphedema, more commonly known as chronic swelling. My clients
who live with the condition of breast cancer related lymphedema come to me with an
oversized limb influencing their ability to complete meaningful occupations, like painting or
caregiving for a small child, demonstrating their individual concerns that they will never live a
‘normal’ life. My long-term clinical interests involve continuing to work with women diagnosed
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and treated for breast cancer related lymphedema as a chronic health problem. My long-term
research interests include gaining a greater understanding about how psychosocial factors are
associated with required daily self-management of lymphedema (Greenslade & House, 2006;
Jeffs et al., 2015; Ridner et al., 2012). I would like to publish that information so that other
practitioners can gain a better understanding of the problems these women face.
When I first started working with women diagnosed with breast cancer living with acute
or late and lasting side effects, my mentor taught me about the different therapeutic
approaches about how to treat the physical impairments. I learned about different exercises to
address limitations in shoulder mobility with respect to flexion, abduction, and external
rotation which are movements potentially affected by breast cancer surgery. I began to perfect
my manual skills for soft tissue mobilization of fibrotic and scar tissue, manual lymphatic
drainage for swelling, as well as bandaging edematous limbs. I gained a good understanding of
how to implement those techniques into my daily clinical practice.
My current approach with therapeutic intervention involves taking what I have learned
about physical dysfunction to create more occupation-based treatments for women living with
breast cancer related lymphedema. Creating occupation-based interventions is important
because these women come to therapy with a serious physical problem that could influence
their daily lives, and their ability to fulfill roles, responsibilities, performance patterns with
activities of daily living (ADL) and instrumental activities of daily living (IADL), as well as
participation in meaningful activities.
With my training as an occupational therapist, and in this specialized area of clinical
care, I became interested in how lymphedema may affect psychosocial factors. When I first
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began providing occupational therapy interventions to these women, I tried to practice
empathy and see their perspective. I would ask myself questions about living with
lymphedema. For instance, “How would having this condition affect my quality of life? How
would this condition affect how I perceive my self-worth? How does managing this condition
affect other people’s perceptions of me? How does this condition affect my interpersonal
relationships?”
Occupational therapy professionals address the physical limitations of upper extremity
strength, range of motion, and reduction of volume and girth as a result of breast cancer
related lymphedema. Some occupational therapy professionals have extensive, specialized
training to treat the physical manifestations of lymphedema; these practitioners are often
credentialed as certified lymphedema therapists (CLT). However, creating an occupational
profile with client factors, such as mental and physical function, values, beliefs, and perceptions
of self has the potential to differentiate occupational therapy from other members of the
interdisciplinary rehabilitation team. The evaluation completed by an occupational therapist
obtains and uses information about women’s occupational performance, including client
factors, to make an intervention plan. Occupational therapy practitioners tailor the results of
evaluations and create subsequent interventions to focus on the emotional, physical, and
cognitive deficits that influence daily activity as a result of disabilities, whether they are acute
or chronic (Cohen, 2005). Interventions are created and implemented into a self-care routine
that clients can complete to address the physical manifestations of breast cancer related
lymphedema. Once a client is able to carry out a self-care routine, I can use my occupational
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therapy lens to address the psychosocial factors, like self-esteem, self-efficacy, mental health,
and effects on relationships.
The physical limitation of increased upper extremity girth as a result of lymphedema can
affect the fit of clothing, which may in turn contribute to changes in self-esteem. Occupational
therapy professionals can take the situation of a woman’s blouse not fitting the way it should
and create a treatment plan that involves modifying this blouse (i.e., ripping seams, adding
fabric, adding fasteners or Velcro). Through development of an occupational profile that
includes learning about the client’s psychosocial factors, occupational therapy practitioners
may discover that the patient wore this blouse on her first date with her husband. Using
principles and foundations of occupational therapy, modifying the blouse creates meaning and
it addresses not only the physical problems associated with lymphedema, but also psychosocial
factors, like mental health. Inability to perform self-care tasks or other activities of daily living
can be associated with psychosocial well-being causing feelings of decreased self-worth or
depression (Stolldorf, Dietrich, & Ridner, 2016). For example, women with breast cancer related
lymphedema may express anger and frustration when clothing does not fit properly due to an
abnormal shape or enlarged limb size. Occupational therapy professionals have the skills that
allow the client the opportunity to achieve a sense of self-efficacy by learning how to do a task
they could once do, but now in different way.
My main focus for the Doctor of Occupational Therapy program has been the
psychosocial and occupational performance factors associated with breast cancer related
lymphedema. The limited focus on psychosocial factors in current lymphedema certification
programs may be in part due to the emphasis on physical management. These programs have
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objectives in their training that stress the evaluation methods and treatment approaches for
the physical problems, but not the potential psychosocial dysfunction (Academy of Lymphatic
Studies, 2020; Klose Training Lymphedema Certification, 2020). The purpose of my doctoral
project is identifying those psychosocial factors and other occupational performance and
participation problems from current evidence that have been identified by women who are
trying to manage this chronic condition and proposing ways in which occupational therapy
practitioners could improve services for these women.

15

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

16

Review of the Evidence
Occupational therapy professionals treat the manifestations of many chronic conditions.
A chronic illness is defined as a condition lasting one year or more, requiring ongoing medical
attention, or limiting activities of daily living (Centers for Disease Control and Prevention, 2019).
Some examples of chronic conditions are heart disease, stroke, Alzheimer’s disease, diabetes,
and cancer (Centers for Disease Control and Prevention, 2019). Thus, lymphedema meets
criteria for the definition of chronic conditions set forth by the Centers for Disease Control and
Prevention because it may be a lasting effect of breast cancer treatment requiring ongoing
medical attention, and it may significantly influence activities of daily living (Greenslade &
House, 2006; Jeffs et al., 2015; Ridner et al., 2012). Secondary lymphedema can be a direct
result of cancer treatment, and for the purposes of this paper and project, secondary
lymphedema will be referenced within this context hereinafter referred to as ‘lymphedema’ or
as ‘breast cancer related lymphedema’. Using the Occupational Therapy Practice Framework
Domain and Process (3rd Ed), occupational therapy practitioners have the ability to develop an
occupational profile and analyze the participation in activities of daily living (ADL) or
instrumental activities of daily living (IADL) based on the physical and psychosocial impairments
of the chronic condition of lymphedema (AOTA, 2014).
What Is Lymphedema?
Lymphedema is defined as chronic and persistent swelling. When functioning normally,
the lymphatic system transports fluid from the interstitium, or the space between the cells, to
venous circulation; the lymphatic system also moves proteins, lymphocytes, bacteria, waste,
viruses, and other defense cells back into circulation and ultimately out of the body through

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

17

micturition (Weissleder & Schuchhardt, 2008). Lymphedema may be a result of breast cancer
treatment. Surgery and/or radiation therapy may cause destruction and malfunction to the
lymphatic system resulting in fluid accumulation and persistent swelling (Zuther & Norton,
2013).
Physical Symptoms of Lymphedema
Lymphedema has a number of physical symptoms associated with this chronic
condition. Physical symptoms can include decreased range of motion, decreased strength,
enlarged girth, limb heaviness, and subjective reports of skin tightening (Weissleder &
Schuchhardt, 2008; Zuther & Norton, 2013). Other symptoms of lymphedema can consist of
pitting (craters created in the skin when pressure applied), tissue thickening or tissue density
changes, including whether or not the skin can be pinched and lifted, which is known as a
Stemmer sign; physical symptoms can also include fibrosis in later stages, color changes, and
skin lesions (Zuther & Norton, 2013). The following sections discuss how the physical symptoms
of lymphedema may result in altered occupational performance, as well as its potential
influences on psychosocial factors.
Occupational Performance Factors Associated with Lymphedema
The physical symptoms of breast cancer related lymphedema may be associated with
altered occupational performance. These physical symptoms may influence the ability to
perform ADL and IADL, components of occupational performance, in a consistent and efficient
manner, including the daily self-management and self-care required for lymphedema
(Greenhouse & Slade, 2006; Ridner et al., 2012; Zuther & Norton, 2013). Women may learn selfmanagement strategies for the physical problems associated with breast cancer related
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lymphedema from an occupational therapy professional who has completed the recommended
certification and specializes in treating this chronic condition. Occupational therapy
practitioners can provide intervention for the physical manifestations of lymphedema by
providing health education to help women master the self-management strategies of wrapping
the edematous limb, daily meticulous skin care, completing self-massage, and performing
remedial exercise to prevent worsening of condition and possible loss of occupational
performance with daily activities.
Loss of function in the lymphedematous extremity may change women’s participation
with daily activities (Radina, Armer, & Stewart, 2014; Ridner et al., 2012). A qualitative study of
39 women with lymphedema found challenges with performing ADL, like dressing (Ridner et al.,
2012). One woman described her frustration and anger about not being able to wear a winter
coat: “I still can’t get on a winter coat but at least I can wear a huge sweatshirt with a vest.
When I have to go someplace that I can’t wear a sweatshirt, I get depressed and very angry and
I usually end up not going” (Ridner et al., 2012, p. E22). In another qualitative study of 13
women living with lymphedema, necessary changes in ADL performance to accommodate for
chronic swelling contributed to emotional distress. One woman stated, “Even in the summer, I
have to wear something with long sleeves. I hate to go swimming. It hurts, you know, because
you hate for people to be looking at you and wondering what’s wrong or feeling sorry for you. It
hurts emotionally; and even the kids say, “What happened to your arm” and you have to
explain it to them and so it does hurt, yes, no question about it” (Greenslade & House, 2006, p.
167).
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Adaptations and modifications to ADL, like dressing, are necessary with lymphedema,
but women must also pay close attention to daily skin care required, an additional activity in
morning or evening self-care. Shier (2012) suggested that occupational therapy practitioners
educate their clients about skin infections, as well as complete full activity analysis of these ADL
tasks to determine if “adaptive strategies, equipment and biomechanical education” may
promote independence and greater occupational performance (p. 19).
Women living with breast cancer related lymphedema may face challenges with roles
and responsibilities that are meaningful in their daily lives, including interpersonal relationships
within the family unit, employment, and community engagement. Many women who are living
with breast cancer related lymphedema are mothers to children of varying ages or caregivers to
elderly parents. Studies have shown that some women in the role of caregiver, whether to a
child or parent, struggle with the daily management of secondary lymphedema (Jeffs et al.,
2015; Radina, Armer, & Stewart, 2014; Ridner et al., 2012). Some women reported that they
have trouble finding the time or negotiating various daily responsibilities in order to perform
the daily required self-management tasks related to lymphedema (Radina, Armer, & Stewart,
2014). Another woman explained how her role of mother had been influenced by lymphedema;
she reported the self-management program made her feel unable to make the time for herself
because she needed to put her family first (Radina, Armer, & Stewart, 2014). Participants in the
study by Ridner et al. (2012) described how they were given restrictions with the amount of
weight they could lift with their edematous limb, thus affecting their ability to hold and care for
children and created negative perceptions of self and self-worth. In a qualitative study of 16
women with breast cancer related lymphedema, one woman described the struggle of self-
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management with respect to working full time and taking care of her teenagers: “I'm struggling
to find time to do it [my body massage] because I do full time job and I've got two teenage
children, is like all hands on all the time” (Jeffs et al., 2015, p. 179).
The feelings of frustration, helplessness, the need for reliance on another person, and
the ability to participate in activities previously enjoyed, may influence the dynamics of their
relationships (Ridner et al., 2012; Winch et al., 2015). One woman described the impact of her
self-management program as, “‘So much of my time and my husband’s time is now taken up by
appointments, exercise, bandaging, and washing bandages. It’s time I can’t get back, and time is
so very precious once you have been through cancer’” (Ridner et al., 2012, p. E22). Other
women reported that they may feel inadequate or undesirable with a partner because she had
to take time to remove compression bandages or garments prior to intimate relations (Winch
et al., 2015).
The psychosocial association of lymphedema may include increased rates of mental
health conditions, like depression, poor body image, reduced self-efficacy, weakened intimate
relationships, and poor quality of life (Greenslade & House, 2006; Ridner et al. 2012; Teo et el.,
2015; Winch et al., 2015). These psychosocial problems coupled with the physical symptoms of
lymphedema may affect occupational performance and participation in daily life requiring
accommodations, adaptation, modification, or education. These accommodations and
adaptations to daily routines may influence psychosocial factors including self-esteem, selfefficacy, interpersonal relationships, and quality of life, but occupational therapy practitioners
can use their knowledge and skills to help these women reclaim their meaningful occupations.
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Psychosocial Factors Associated with Lymphedema
Lymphedema, as a result of breast cancer treatment, has been shown to be associated
with psychosocial status (Greenslade & House 2006; Lindquist. & Nyberg, 2018; Sneddon &
Lewis, 2007; Radina, Armer, & Stewart, 2014; Ridner et al., 2012; Winch et al., 2015). Simply
learning self-management of the physical symptoms does not address other occupational or
client factor needs as identified in the Occupational Therapy Practice Framework Domain and
Process (3rd Ed.) (AOTA, 2014). Women may struggle with the psychosocial influence of coping
with the daily self-management while attempting to live meaningful lives. The altered
participation in daily activities results in newly defined occupational performance as a result of
living with breast cancer related lymphedema. The required self-management may relate to
psychosocial factors, like quality of life, self-esteem, self-efficacy, and mental health
(Greenslade & House 2006; Sneddon & Lewis, 2007; Radina, Armer, & Stewart, 2014; Ridner et
al., 2012; Winch et al., 2015). Emotional factors such as fear, guilt, loss of control, decreased
self-esteem, loneliness and frustration have been associated with lymphedema (Greenslade &
House, 2006; Lieb, 2019; Ridner, et al., 2012; Sneddon & Lewis 2007; Taghian et al., 2014).
Women with lymphedema as a result of breast cancer may experience negative internal
perceptions of self and body image disturbance due to their edematous limb. One woman, who
participated in a qualitative study of 13 women living with lymphedema, compared her
temporary condition of hair loss to the permanent condition of lymphedema and its influence
on self-image: “Now I know it’s devastating when your hair falls out and all that, but I mean
that’s temporary. That’s not permanent, right. A lot of people, you know, grow back even nicer
hair; but there was a lot more information handed out, and people came and talked to me
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about that, than there was about my arm which is permanent and affects your life permanently
and is a lot more painful and hurtful in a lot of ways…” (Greenslade & House, 2006, p. 167). A
cross-sectional study of individuals with lymphedema (n=54) found how body image
dissatisfaction was associated with increased rates of depression (Teo et al., 2015). Teo et al.
(2015) concluded that pain and body image associated with lymphedema was important in
understanding rates of depression; their “hypothesis that experiencing pain heightens a
patient’s awareness of his or her body and its changes, which give rise to negative feelings
about his or her body that, in turn, lead to depressive symptoms” was supported (p. 1381).
Other studies described women’s perception of self-image and body image as related to
lymphedema. Further insights from the qualitative study that explored women’s perceptions of
living with lymphedema (n=39) revealed body image disturbance with one participant who
stated, “My arm is fat. I think it is ugly. I have to be careful. To me it looks like someone else’s
arm, like a big lobster claw attached to my shoulder” (Ridner et al., 2012, p. E22). Perception of
self has been found to be related to women’s motivation and development of habit for
performing the required self-care management of lymphedema (Lindquist & Nyberg, 2018). Self
and body image disturbance may also contribute to feelings of unattractiveness and loss of
control of one’s own body (Sneddon & Lewis, 2007; Taghian et al., 2014). A qualitative study of
women living with mild to severe lymphedema as a result of breast cancer (n=17)
demonstrated that women reported that some of the aspects of self-management, such as
compression garment wear, made them feel less desirable to a partner thus negatively
influence intimate relations and sexual spontaneity (Winch et al., 2015).
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Women living with and self-managing breast cancer related lymphedema may
experience depression and anxiety (Lindquist & Nyberg, 2018; Ridner et al., 2012; Shier, 2012;
Williams, Moffatt, & Frank, 2004). For example, in a study of 15 participants with lymphedema,
one woman stated, “I lose my patience so quickly…I get into depression…some days I do cry
about it…it may be just out of the blue for no reasons…sometimes like in the mornings…I can’t
even get out of bed” (Williams, Moffatt, & Frank, 2004, p. 283). A cross sectional study of
women with lymphedema (n=83), with a majority having upper extremity lymphedema, found
56% of the participants reported an associated mood of depression as ‘sometimes’ or ‘often’
(Lindquist & Nyberg, 2018). Ridner et al. (2012) further suggested that women may experience
decreased quality of life, depression, and anger. One woman reported, “I really do believe the
quality of my life has changed, and much of it cannot be returned. It makes me very sad. I was
really angry about it at first, now I am just sad” (Ridner et al., 2012, p. E23). Shier (2012)
discussed how lymphedema affects psychosocial status and its contribution to distress,
depression, and anxiety, thus leading to impaired occupational performance. “Occupational
therapists have a role to provide education and intervention and coordinate appropriate
referrals to other health disciplines in order to improve clients’ psychosocial status and support
improved functional performance” (Shier, 2012, p. 19).
For women with breast cancer related lymphedema, social isolation and lack of
understanding from friends and family may result because of the adaptations required for ADL
and IADL. Women’s comments about social isolation and lack of understanding from friends
and family demonstrate how self-management of the condition may influence emotional status
and quality of life (Greenslade & House, 2006; Ridner et al. 2012). For example, women
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reported “I just don’t like the staring and the questions” or “When I have to go someplace that I
can’t wear a sweatshirt, I get depressed and very angry, and I usually end up not going’’ or “My
son and parents don’t see the big deal and think I’m being weird for letting this bother me.
They all say, well, at least the cancer isn’t back” (Ridner, et al. 2012, p. E22). Women may
express these concerns while evaluated with an occupational profile that includes how
psychosocial factors are impacted by this chronic condition.
Many women diagnosed with breast-cancer related lymphedema may report an
increased burden of care related to self-management, which may result in altered self-esteem,
self-efficacy, and lifestyle (Greenslade & House, 2006; Ridner et al., 2012; Sneddon & Lewis,
2007; Taghian et al., 2014; Winch et al., 2015). Alcorcso et al. (2016) suggested that women’s
knowledge of the condition can positively influence adherence with self-management,
perceptions related to burden of care, and emotional factors. However, inadequacy in
lymphedema management training for these women has been documented as ranging from
little to no knowledge or inconsistent knowledge from a healthcare provider; women
sometimes reported that knowledge was not relayed from healthcare professionals due to
reasons out of their control (Jeffs et al., 2016; Ridner et al., 2012; Zuther & Norton, 2013). This
variable information from healthcare providers further contributed to some women’s levels of
frustration and anger regarding self-management (Jeffs et al., 2016; Ridner et al., 2012; Zuther
& Norton, 2013).
Role of Occupational Therapy in the Management of Lymphedema
Occupational therapy professionals are qualified to treat the symptoms of lymphedema.
Occupational therapy practitioners develop interventions to address physical manifestations of
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the condition, such as fabrication of compression systems, manual lymphatic drainage,
remedial exercise, and skin care which are components of complete decongestive therapy
(CDT), which is considered the gold standard of treatment for lymphedema (Zuther & Norton,
2013). In The Occupational Therapy Practice Guidelines for Cancer Rehabilitation for Adults,
Braverman and Hunter (2017) discussed occupational therapy’s role in managing the physical
symptoms of lymphedema. Braverman and Hunter (2017) did not explicitly address how
occupational therapy professionals could potentially help women with impaired psychosocial
factors and occupational performance as a result of lymphedema. Occupational therapy
practitioners have an opportunity to help women manage all of the physical, psychological, and
social factors influencing engagement in meaningful occupations as a result of breast cancer
related lymphedema because the foundation of the profession stresses an occupation-based
lens.
Occupational therapy professionals use the Occupational Therapy Practice Framework:
Domain and Process (3rd Ed.) to increase holistic approaches and provide support for
psychosocial factors (AOTA, 2014). Results from literature reviewed support the notion that
occupational therapy practitioners address physical symptoms, but few peer reviewed
publications demonstrate how occupational therapy practitioners support psychosocial status;
the findings in the literature will be further discussed in the next sections (Dennis, 1993;
Hunter, Gibson, Arbesman, & D’Amico, 2017; Keswani, Kalra, Kanupriya, & Modi, 2019;
McClure, McClure, Day, & Brufsky, 2010; Ridner, McMahon, Dietrich, & Hoy, 2008; Shier, 2012;
Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013.)
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Management of Physical Symptoms
Occupational therapy practitioners help women with lymphedema manage their
physical symptoms. As previously discussed, physical manifestations of lymphedema can
include decreased range of motion, decreased strength, enlarged girth, limb heaviness, and
subjective reports of skin tightening (Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013).
Occupational therapy professionals are trained to administer completed decongestive therapy
(CDT), often considered the “gold standard” of treatment for lymphedema (Zuther & Norton,
2013). CDT includes daily meticulous skin care, manual lymphatic drainage (either completed by
the client or through use of a pneumatic compression pump), compression (bandaging,
garments, or a combination of both), and remedial exercise (Weissleder & Schuchhardt, 2008;
Zuther & Norton, 2013). Braverman and Hunter (2017) reviewed evidence and discussed the
interventions provided by occupational therapy professionals for lymphedema management,
which included compression bandages and exercise to maintain volume, electrotherapy for
pain management, aqua therapy and manual lymphatic drainage for volume control.
Oftentimes, occupational therapy practitioners working with women living with breast cancer
related lymphedema will teach self-management which includes components of CDT or
recommended strategies as discussed by Braverman and Hunter (2017). Lymphedema requires
a life-long commitment to the management of its physical symptoms.
Results from the occupational therapy literature confirm that occupational therapy
practitioners are working towards reducing the physical symptom of enlarged girth or limb
circumference. In a qualitative research study of examining written medical records provided
insight into 9 women with breast-cancer related lymphedema and their success of treatment
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(Dennis, 1993). In this early study of lymphedema management, the main conclusion
demonstrated that conservative compression treatment was successful if it was early in the
disease progression and if the client secured an active lifestyle (Dennis, 1993).
Occupational therapy practitioners can continue to work with clients towards achieving
successful management of skin care and hygiene, one component of CDT. According to Shier
(2012), one way in which occupational therapy practitioners can promote good hygiene is
assessing the “clients’ abilities with bathing, skin care, wound care, and appropriately donning
and doffing appropriately fitted graduated compression garments” to prevent skin injury (p.
19).
Occupational therapy professionals treating physical symptoms of lymphedema may
also teach clients self-manual lymphatic drainage or help a client obtain a compression pump
(Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013). In a systematic review by Keswani,
et al. (2019), they discussed the effectiveness of CDT and obtaining a pneumatic compression
pump. Keswan et al. (2019) refer to systematic reviews completed by Leal NF, et al. (2009) and
Devoogdt N, et al. (2010) stating that “pneumatic compression has demonstrated efficacy when
used with CDT, but once the treatment is interrupted, lymphoedma volume increases” (p. 67).
Other peer reviewed literature, outside the occupational therapy literature, showed that
pneumatic compression is an effective self-management treatment, and women perceived the
device as beneficial (Ridner, McMahon, Dietrich, & Hoy, 2008).
Occupational therapy practitioners often prescribe individualized home exercise
programs for self-managing breast cancer-related lymphedema. Exercise has been shown to
improve the physical symptoms of lymphedema (Weissleder & Schuchhardt, 2008; Zuther &
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Norton, 2013). In a randomized control trial of women diagnosed with breast cancer related
lymphedema (n=16), findings suggested and supported that women who completed the
prescribed exercises from a healthcare provider had a reduction in swelling of approximately
15% (McClure, McClure, Day, & Brufsky, 2010).
Addressing Occupational Performance and Participation Issues
Occupational therapy professionals use the Occupational Therapy Practice Framework:
Domain and Process (3rd Ed) as a foundation to learn and understand people’s performance and
participation with ADL and IADL (AOTA, 2014). Occupational performance and participation
may alter or change when a woman lives with breast cancer related lymphedema. Creating an
occupational profile is the “initial step in the evaluation process, which provides an
understanding of the client’s occupational history and experiences, patterns of daily living,
interests, values, and needs” (AOTA, 2014, p. S10). An occupational profile is the “summary of a
client’s occupational history and experiences, patterns of daily living, interests, values, and
needs” (AOTA, 2014, p. S13). The occupational therapy profile incorporates the client report
which may or may not include the reason for why the client wishes to receive services, activities
in which the client feels successful including barriers to success, personal interests and values,
life experience, role, rituals, and habits (AOTA, 2017). When developing an occupational profile,
the environment, context, and client goals will likely be considered as well (AOTA, 2017).
Occupational therapy practitioners who establish an occupational profile for women
living with breast cancer related lymphedema will unlock information about why women come
to therapy, activities that they enjoy or once enjoyed but cannot because of the barriers from
living with lymphedema. Occupational therapy professionals who complete an occupational
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profile will also uncover valuable information about women’s interests, values, and life
experiences. For example, during an initial evaluation with an occupational therapist, the client
who was referred to therapy because of breast cancer related lymphedema may share that she
usually wears front opening blouses and enjoys knitting. Because of her swollen fingers,
dexterity is impaired, and she is unable to quickly and efficiently button a blouse during
dressing tasks. Her edematous fingers have difficulty creating slip knots or move the needles
back and forth for knitting. Further interviewing reveals that the woman knits blankets for her
church’s annual silent auction. Through the development of this occupational profile, the
therapist learns that this woman living with breast cancer related lymphedema has the life
experience of being diagnosed with breast cancer. The therapist discovers through a thorough
interview that the woman has struggles with dressing tasks and loses her ability to perform a
preferred leisure activity due to the late and lasting effects of lymphedema.
Occupational therapy professionals may provide specific interventions and approaches
using the Occupational Therapy Practice Framework (Table 6 and Table 8) (AOTA, 2014).
Education may be used to teach this client with lymphedema about the possible progression of
the condition and the importance of skin care. Training may be provided about how to perform
self-massage and compression bandaging to reduce edema. Task modification to facilitate ADL,
like dressing, may include using a button hook to accommodate for swollen fingers or trialing a
circular knitting loom instead of knitting needles.
Addressing Psychosocial Issues
Occupational therapy professionals who specialize in lymphedema management have
an opportunity to address psychosocial factors along with the physical manifestations because
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of the foundational principles of occupational therapy found in the Occupational Therapy
Practice Framework: Domain and Process (3rd Ed.) which include a focus on occupational
performance and participation (AOTA, 2014). Women living with breast cancer related
lymphedema may experience a change to client factors, as outlined in the Occupational
Therapy Practice Framework: Domain and Process (3rd Ed.) (AOTA, 2014). Client factors include
roles, values, beliefs, range and regulation of emotions, as well as experience of time and self,
all of which can relate to psychosocial functioning (AOTA, 2014). Current guidelines for the
management of lymphedema as outlined from The AOTA Practice Guideline Series:
Occupational Therapy Practice Guidelines for Cancer Rehabilitation for Adults for occupational
therapy practitioners focus on physical management rather than the associated psychosocial
symptoms and occupational performance problems (Braverman & Hunter, 2017). Braverman &
Hunter (2017) discuss how to manage psychosocial issues as they relate to the cancer
population in general, but not to lymphedema specifically.
Returning to the example discussed in the previous section, the occupational therapy
professional learns about how occupational performance has been altered with respect to ADL,
like dressing, and IADL, such as the client’s preferred leisure activities of knitting. During the
development of an occupational profile that includes gathering information about regulation of
emotions, the occupational therapy professional may assess for signs and symptoms of
depression because the client is no longer able to participate in ADL and IADL in the same way
prior to the onset of lymphedema; the occupational therapy practitioner may use the Patient
Health Questionnaire (PHQ-9) (AbilityLab, 2020). When the client shared information about
how her knitting benefits church-related activities, the occupational therapist completing the
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occupational profile as part of the evaluation process may choose to further explore the clients
values and beliefs using Functional Assessment of Chronic Illness Therapy-Spiritual Wellbeing
(FACIT-Sp-12) in order to create a more holistic, comprehensive, and individualized intervention
plan (FACIT.org, 2020). While neither of these assessment tools are strictly designed for the
psychosocial needs of the population of people living with breast cancer related lymphedema,
psychosocial factors need to be assessed in order to create comprehensive care.
Few screening tools fully measure the psychosocial factors associated with
lymphedema. One screening tool that broadly explores some of the psychosocial components
of lymphedema, such as body image, socialization, feelings, and intimacy is the Lymphedema
Life Impact Scale: Version 2 (Weiss & Daniel, 2018). In a systematic review of 49 studies, 15
different questionnaires were examined that assessed quality of life domains, with the
exception of sexual intimacy (Cornelissen et al., 2018). This review suggested that the
Lymphedema Functioning, Disability, and Health (Lymph-ICF) as well as the Quality of Life
Measure for Limb Lymphedema (LYMQOL) were the most comprehensive assessments used to
examine how some of the psychosocial factors related to lymphedema influenced quality of
life. Occupational therapy practitioners may use this assessment to further outline psychosocial
factors in the occupational profile to ensure the needs of women living with breast cancer
lymphedema are addressed.
Using the Occupational Therapy Practice Framework (3rd Ed), preparatory tasks could be
implemented to help the client overcome sadness and frustration prior to participating in ADL
and IADL (AOTA, 2014). Prevention of disability, including impaired mental health, is another
intervention approach outlined in the Occupational Therapy Practice Framework (3rd Ed) (AOTA,
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2014). Preparatory tasks and prevention of disability can promote mental health, well-being,
quality of life through physical activity and exercise, which are well researched interventions.
Occupational therapy professionals working with oncology patients have a variety of
interventions to promote mental health, well-being, and psychosocial factors. Positive effects
on mental health, well-being, and psychosocial factors for oncology patients have been shown
to be supported by physical interventions, such as exercise. For example, one systematic review
demonstrated moderate evidence that exercise boosts mood, including aerobic exercises, as
well as exercises, like yoga and Qigong (Hunter et al., 2017). In a randomized clinical trial by
McClure et al. (2010), their study demonstrated that exercise had significant benefits to mood
and wellbeing with participants’ scores increasing on the Beck Depression inventory. Both of
these studies reviewed literature that addressed the oncology patient, including women with
breast cancer, but the studies did not revolve around lymphedema as a specific symptom.
These peer reviewed sources were not specific to the women living with breast cancer related
lymphedema, but rather symptoms of oncology as a whole.
Other peer reviewed literature discusses occupational therapy’s role in psychosocial
symptoms with interventions other than physical activity for adults living with cancer. One
systematic review, which reviewed 29 articles related to psychosocial intervention, found that
moderate to strong evidences suggests that life review, stress management, expressive or
disclosure groups, problem-solving therapy, mindfulness-based therapy, and cognitive–
behavioral therapy were effective for people living with advanced stage or terminal cancers
(Hunter et al., 2017). Hunter et al. (2017) also discussed the benefits stress management groups
and expressive writing for women living with breast cancer. Although these studies were not

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

33

specific to women living with breast cancer related lymphedema, the psychosocial factors
reviewed were similar to those women living with lymphedema.
The Occupational Therapy Practice Framework (3rd Ed.) and multiple peer-reviewed
literature supports the role of occupational therapy practitioners working with clients who are
living with cancer addressing the needs of psychosocial factors associated with having a cancer
diagnosis (AOTA, 2014; Hunter et al., 2017; McClure et al., 2010; Shier, 2012). What is being
done by occupational therapy professionals to address these psychosocial factors for women
living with breast cancer related lymphedema? At this point, few studies have examined the
specific role or intervention approaches used by occupational therapy practitioners in this area
of clinical practice.
Emerging Opportunities for Chronic Disease and Lymphedema Management
Multiple intervention methods and approaches to facilitate the intervention of health
education exist in addressing acceptance, adherence, and quality of life for people selfmanaging chronic disease. These intervention methods or approaches may include, but are not
limited to telehealth, community-based social support systems, and mindfulness. No standard
protocol occurs in current practice for occupational therapy practitioners to address how the
daily self-management of lymphedema can be associated with psychosocial functions. Most
aspects of current lymphedema certification programs do not include objectives that emphasize
the importance and intervention approaches to address occupational performance or
psychosocial status (Academy of Lymphatic Studies, 2020; Klose Training Lymphedema
Certification, 2020). Occupational therapy professionals must draw upon the research and
findings of other professionals working with this population of people and their literature to
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problem solve aspects of the clients’ occupational profile in order to positively influence quality
of life.
The Occupational Therapy Practice Framework: Domain and Process (3rd ed.) provides
occupational therapy practitioners with a comprehensive approach for lymphedema
management that includes teaching physical management, maximizing occupational
performance, and promoting psychosocial health and well-being (AOTA, 2014). The following
sections discuss three strategies: technology and telehealth, community-based and peer social
supports, and mindfulness. These strategies have shown some success with other chronic
disease populations, as well as women diagnosed with breast cancer. Limited research exists
for women living with breast cancer related lymphedema.
Technology Strategies and Telehealth
With the advent of the Internet, telehealth has become a valuable way in which
healthcare professionals help people live with chronic illnesses. Telehealth is defined as “the
use of electronic information and telecommunications technologies to support long-distance
clinical health care, patient and professional health-related education, public health and health
administration. Technologies include videoconferencing, the internet, store-and-forward
imaging, streaming media, and terrestrial and wireless communications” and telehealth has a
broad way in which it can be practiced where providers “refer to remote non-clinical services,
such as provider training, administrative meetings, and continuing medical education, in
addition to clinical services” (HeathIT, 2019, para. 1-2).
The goals of telehealth for chronic disease management are to change behaviors,
reduce risk of recurrent disease, and facilitate adherence with health education from providers
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to prevent worsening of symptoms (Redfern et al., 2014). There are many examples of how
telehealth has been successful in implementing self-care and self-management to prevent
worsening of chronic conditions as well as addressing behaviors, roles, and responsibilities to
improve quality of life (Cole-Lews & Kershaw, 2010; Redfern et al., 2014; Wang et al., 2019).
This form of health education and teaching of self-management has shown to be effective with
modifying behaviors for risk factors to promote health maintenance change (Cole-Lews &
Kershaw, 2010; Redfern et al., 2014; Wang et al., 2019). A systematic review looked at peer
reviewed literature of several targeted behaviors towards health improvement like diabetes
management, asthma management, weight loss, and smoking cessation using a text message
program, and many of those studies found evidence to support the effectiveness of text
messaging as a tool for behavior modification (Cole-Lewis & Kershaw, 2010). Telehealth has
also been used for adherence to home exercise programs for those living with residual effects
of chronic disease. An example where this concept presents itself is with people living with the
residual effects of cancer requiring a home exercise program. In a randomized clinical trial with
60 subjects, Wang et al. (2019) discussed remote support provided via telephone for exercises
for trismus being successful in implanting a home exercise program; their study demonstrated
the use of telecommunications supporting the adherence to an intervention protocol to
promote mandibular function. This use of technology may be effective and translated to
support women living with breast cancer lymphedema requiring a home self-management
program to address the psychosocial factors associated with this chronic condition.
Telehealth may be a useful tool to provide support for both the physical and
psychosocial management of lymphedema. Studies available that support telehealth as an
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intervention approach for women living with breast cancer and breast cancer related
lymphedema seem to center around the physical management of its symptoms. Exercise,
through a telehealth model, is one intervention approach that has been reviewed to help assist
and manage physical symptoms for women living with breast cancer. A randomized clinical trial
for women who had been diagnosed with breast cancer and received adjuvant treatment
(n=81) explored the role of telerehabilitation and a traditional rehabilitation model with
exercise-based interventions for pain management, quality of life, strength, and fatigue
(Galiano-Castillo, et al., 2016). This study demonstrated that implementation of an exercise
program to accommodate for physical symptoms of pain, fatigue, and weakness were
successful using a telehealth platform; they concluded that telehealth was an effective tool to
motivate people to make behavioral changes as pain, grip strength, cognitive functioning,
abdominal, lower body, and back strength all had statistically significant positive results as
compared to the control group (Galiano-Castillo, et al., 2016).
Other studies demonstrated the use of telehealth as an intervention approach for
management of physical symptoms of upper limb dysfunction and chronic pain for women who
have received treatment for breast cancer. A qualitative study for women living with pain and
upper limb dysfunction as a result of breast cancer treatment (n=9) examined bWell, a mobile
app for arm and shoulder exercises after breast cancer (Harder et al., 2017). Emerging themes
from this study included a realization from women that exercises for arm and shoulder function
were important part of recovery, but information from healthcare providers was limited or
conflicting (Harder et al., 2017). Other considerations women felt would be beneficial would be
“a tracking feature to self-rate well-being (emotional, physical) and a visual display (e.g. a
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personal graph) would be encouraging, increase awareness and be helpful to see change over
time” (Harder et al., 2017, p. 736).
Other ways in which telehealth is being used for women with breast cancer and breast
cancer related lymphedema includes monitoring girth of the edematous limb. Galiano-Castillo
and colleagues (2013) conducted a study that discussed the inter-rater reliability of a
telerehabilitation assessment and lymphedema. Findings from this study suggested that
assessing lymphedema through the environment of telehealth was effective because it involved
offering a caregiver a useful role, as well as an increased adherence to monitor for signs and
symptoms of worsening of condition, and created access to care for those living in more remote
areas (Galiano-Castillo, 2013).
Few studies are available that support the use of telehealth for psychosocial factors
related to breast cancer related lymphedema. Upcoming research about psychosocial factors
associated with women with breast cancer may demonstrate a role for telehealth. For example,
telehealth, specifically a text message based or mobile messaging system providing tips for selfmanagement, education, and words of encouragement may improve psychosocial outcomes for
this population. This specific approach of mobile messaging appears to be cost-effective and
easy to manage for the provider, as well as simple and effective as shown by clinical research to
increase self-esteem and self-efficacy (Singleton et al., 2019). For example, Singleton et al.
(2019) created a randomized control trial protocol for women diagnosed with breast cancer
and the trial has 2 control groups, once of which will receive standard support and one which
will receive 4 text messages per week for 6 months with individualized support. The primary
outcome of this study will be to support women’s mental health needs after breast cancer
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treatment, including self-efficacy (Singleton, et al., 2019). Using telehealth as a tool from this
proposed study, it may support the impaired psychosocial factors for women living with breast
cancer related lymphedema.
Community-Based Social Support
Community-based social support systems may be a helpful way in which healthcare
professionals help people live with the physical and psychosocial factors related to chronic
illnesses. Community-based social support systems could be considered support groups or peer
mentor groups. Dwarswaard et el. (2015) completed a qualitative review (n=37) to identify
patient needs with respect to self-managing chronic illnesses. Their findings discussed
psychosocial support including recognition of emotional aspects of having a chronic condition,
as well as building self-confidence and empowerment. “A number of studies pointed out that
fellow patients were valuable in dealing with emotional challenges. Knowing that others may
experience the same kind of hardship provided comfort. Online and offline contacts with fellow
patients were felt as close bonds with a strong sense of togetherness and emotional
connections” (Dwarswaard et al., 2015, p. 200). Dwarswaard et al. (2015) further discussed how
building self-confidence can also be included with interacting with peers by stating
“identification with someone in the same situation can be a powerful experience” (p. 200). It
appears that social support systems help address the psychosocial components of chronic
conditions because the concepts that undermine social supports rely upon the experience,
strength, and hope of those living with the chronic condition.
One chronic illness where peer mentorship and community support has been successful
is with people experiencing renal failure, and ultimately requiring the need for dialysis. In a

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

39

study by Bennett, et al. (2018), they found that people receiving dialysis working with another
person receiving dialysis created a mutual connection—someone who has empathy towards
their situation. “The greatest advantage of patient-to-patient peer mentoring is that the
experiences of both mentor and mentee are real and authentic, leading to benefits for both.
Both individuals can share common feelings because of the knowledge that both are likely to
have gone through similar experiences. Both can assist each other in feelings of normality, that
they are not the only ones going through this” (Bennett et al., 2018, p. 459). This empathy
created by a mutual connection assists with feelings of normalcy (Bennett et al., 2018). These
feeling of normalcy may improve a sense of self-concept, a psychosocial factor often affected
by chronic conditions.
Peer support and community-based social support may also influence well-being and
psychosocial status for those living with chronic illnesses, including cancer. In a systematic
review of peer support programs for people with cancer, Hoey et al. (2008) reviewed many
different types of peer support including group support interventions. Their findings were that
a majority of the literature reviewed was for women with breast cancer using descriptive
studies rather than randomized clinical trials and that although satisfaction with peer support
programs was high, the psychosocial benefit was mixed. In general, the authors stated that
“studies suggest that regardless of the way peer support is delivered, having contact with other
people with cancer assists current cancer patients in practical, social and emotional ways”
(Hoey et al., 2008, p. 333).
Examples of how the specific population of women with breast cancer and the
association of community-based support including peer support, are present in the literature. In
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a randomized clinical trial of Finnish women who had been diagnosed with breast cancer
(n=256), the effectiveness of peer support was examined hypothesizing how peer support may
improve well-being and self-efficacy (Toija et al., 2019). The results of their study found that
after 3 months there were minimal increases in Health Related Quality of Life. They received
positive results, but nothing that gained statistical significance using the Health Related Quality
of Life for that study (Toija et al., 2019).
Women with breast cancer who choose to seek social supports are also utilizing online
community peer support systems. In a cross-sectional study that included 163 women living
with breast cancer seeking social support, findings suggested that women who express their
emotions may have a greater benefit, including positive emotional well-being and decreased
instances of depression than those who acknowledge or avoid their emotions (Batenburg &
Das, 2014).
Further research and studies are necessary to determine if peer support and community
support would fully benefit women living with breast cancer related lymphedema. Few studies
examining the benefits of community support, including peer support and peer mentorship,
that specifically target women living with lymphedema are available. It has been established in
this paper that women who receive health education and self-management programs for breast
cancer related lymphedema may experience some level of influence or change in occupational
performance and/or psychosocial factors. Some positive examples from the literature about the
association of peer support from people living with chronic diseases, including renal failure and
cancer as a whole, including breast cancer, could be transferred to the population of women
living with breast cancer related lymphedema because studies show that people living with
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chronic conditions suffer from social isolation and lack of normalcy (Bennet et al., 2018; Ridner
et al., 2012).
By asking the question and understanding how self-management of chronic conditions,
including breast cancer related lymphedema, influences psychosocial status, occupational
therapy professionals may recommend community support systems and peer mentorship
programs. As a practitioner of occupational therapy, understanding the whole person, including
psychosocial status, helps to provide comprehensive care in accordance with the profession’s
foundations and beliefs.
Meditation and Mindfulness
“Mindfulness means paying attention in a particular way: on purpose, in the present
moment, and nonjudgmentally” (Kabat-Zinn, 2009, p. 4). Sokolov (2018) described meditation
as “anytime you are putting dedicated effort to be mindful” (p. xii). Meditation or mindfulness
meditation has been explored as a way in which to address some of the psychosocial factors
affected by chronic conditions. In a meta-analysis of 8 randomized clinical trials, mindfulnessbased stress reduction, as a form of cognitive based therapy intervention, had a small
improvement on depression symptoms, anxiety, and psychological distress (Bohlmeijer,
Prenger, Taal, & Cuijpers, 2019). Another systematic review of 51 articles, psychotherapy
including cognitive-based therapy (CBT), third wave-CBT, and mindfulness, as well as patient
education showed effectiveness in decreasing anxiety related to chronic health concerns, like
cancer and cardiac disease (Petricone-Westwood et al., 2019). Although this study combined
mindfulness as part of CBT, it demonstrated that there was a relationship that could positively
influence psychosocial factors for the chronically ill. Petricone-Westwood et al. (2019) also
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suggested that mindfulness and meditation, as well as the other CBT interventions should be
looked at individually to determine specific efficacy. Other levels of research discuss
mindfulness and meditation’s effect on psychosocial status, like stress, anxiety, and depression.
Some “research provides evidence for the effectiveness of meditation practice in modifying the
experience of chronic illness. Meditation has been shown to reduce anxiety, relieve pain,
decrease depression, enhance mood and self-esteem, decrease stress, and generally improve
clinical symptoms” (Bonadonna, 2003, p.316-317).
In meta-analysis and systematic reviews of peer reviewed publications, studies
suggested that mindfulness and meditation may be beneficial for people experiencing these
emotional side effects of a chronic condition (Bohlmeijer, et al., 2019; Petricone-Westwood et
al., 2019). Other reviews of literature also suggested that mindfulness and meditation may be
helpful to reduce depression and anxiety for psychosocial factors associated with chronic
conditions (Bonadonna, 2003).
Breast cancer is considered a chronic condition which may have accompanying
symptoms of depression, anxiety, and stress (Greenlee et al., 2017; Tacon, Caldera, &
Ronaghan, 2004). Women living with breast cancer, whether acute or chronically, and one or
more of its many side effects may benefit from mindfulness and meditation (Greenlee et al.,
2017; Ott, Norris, & Bauer-Wu, 2006; Tacon, Caldera, & Ronaghan, 2004). In a systematic
review of 9 articles, meditation and “mindfulness interventions seem to have a positive effect
on health behaviors and physiological outcomes (i.e., immunological and neuroendocrine
functioning)” (Ott, Norris, & Bauer-Wu, 2006, p.106). Greenlee et al. (2017) graded different
complementary and alternative methods of managing physical and psychosocial symptoms for
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women living with breast cancer. Meditation was considered one method to help reduce stress
and anxiety related to breast cancer; it received a grade A for effectiveness meaning that there
is a high certainty that the net benefit is substantial (Greenlee et al., 2017). Other studies,
including a pilot study of 26 women diagnosed with breast cancer, discussed meditation as an
effective strategy for managing stress, anxiety, and feelings of helpless and hopelessness
(Tacon, Caldera, & Ronaghan, 2004). At the conclusion of the study, one woman reported, “My
family says I am a changed woman…they can’t believe how much calmer I am!” (Tacon, Caldera,
& Ronaghan, 2004, p. 202)
Even though the literature reviewed refers to the anxiety, stress, and feelings of
hopelessness women with breast cancer may experience, few studies were found related to the
psychosocial factors influenced by breast cancer related lymphedema using mediation and
mindfulness as an intervention approach. However, it seems that the ideas can be translated to
women living with breast cancer related lymphedema as they experience similar changes to
psychosocial factors including stress, anxiety, depression, and frustration as compared to
women with breast cancer who do not have lymphedema (Jeffs et al., 2014; Ridner et al, 2012).
Considerations for future research should be considered that explore the effects of mediation
and mindfulness on the psychosocial factors associated with lymphedema.
Significance and Innovation
This project is significant for women living with breast cancer related lymphedema, a
condition that affects anywhere from 5% of women following sentinel node biopsy, 13% of
women after standard axillary dissection, and 22% of women following surgery and
radiotherapy (Rockson & Rivera, 2011). This project’s significance and focus of how health
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education for self-management influences psychosocial status directly relates to the distinct
role occupational therapy practitioner have in healthcare. The Occupational Therapy Practice
Framework: Domain and Process (3rd Ed), outlines how we, as a profession, treat client factors.
Client factors are “specific capacities, characteristics, or beliefs that reside within the person
and that influence performance in occupations” and are “affected by the presence or absence
of illness, disease, deprivation, disability, and life experiences” (AOTA, 2014, p. S7). Client
factors outline mental functions, which include, cognition, memory, attention, perception,
thought, mental function of movement, emotional and experience self and time (AOTA, 2014).
Addressing the psychosocial factors that are influenced by health education as it relates to
teaching women to self-manage breast cancer related lymphedema is a direct application of
our practice framework. This application of these skills distinguishes us from other healthcare
professions. The significance of this project also extends to the client because individuals with
lymphedema receive conflicting information, minimal guidance, or lack of availability from their
healthcare providers that address all factors that may be influenced by lymphedema, including
psychosocial status (Jeffs et al., 2016; Ridner et al., 2012). Lastly, the significance of this project
opens the door for future clinicians to learn about struggles with this chronic condition that are
not currently taught in current lymphedema training programs for healthcare professionals.
This project is innovative because it will address the gap of occupational therapy
practitioners incorporating treatment of the affected psychosocial factors resulting from the
education provided about self-managing breast cancer related lymphedema. The innovation of
this project includes a new awareness of how psychosocial status is influenced by selfmanagement of lymphedema. Health education and self-management of lymphedema should
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be trifocal with emphasis on physical management, occupational performance, and
psychosocial factors. Providing occupational therapy interventions for physical management
alone is not addressing the whole person, which goes against foundations and principles of
occupational therapy.
The purpose of this project will be to educate occupational therapy practitioners and
challenge them in an attempt to shift the current practice of treating women living with breast
cancer-related lymphedema. The change in practice would be using telehealth, peer support or
community-based social supports, and meditation/mindfulness as possible intervention
approaches to support psychosocial factors influenced by health education self-management.
Currently, occupational therapy practitioners do not have a standard protocol or best practice
as noted in the literature for identifying and treating psychosocial needs for women living with
breast cancer related lymphedema, as compared to the physical problems this chronic
condition. In order to help occupational therapy practitioners provide comprehensive care, this
project will be innovative because I will be completing knowledge translation to occupational
therapy professionals using three distinct approaches: a state conference, a national
conference, and a practice magazine.
Teaching women to self-manage the physical problems associated with lymphedema
and the psychosocial factors that may influence occupational performance are key for an
occupational therapy professional to consider when attempting to implement a comprehensive
self-care program. The aim of this project will help occupational therapy practitioners increase
their knowledge about the psychosocial factors associated with health education of selfmanagement regarding lymphedema. It may generate therapists to consider using therapeutic
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approaches that integrate the root of the problem of why women feel the way they do when
they learn they are faced with a lifetime of managing a chronic condition. By providing
education, insight, and knowledge dissemination to occupational therapy practitioners that
self-managing this chronic condition may influence psychosocial well-being will allow
occupational therapy practitioners to consider including telehealth programs, utilizing social
supports, and considering meditation/mindfulness to improve psychosocial function and
occupational performance. For example, an occupational therapy professional may attempt to
incorporate mindfulness and acceptance of chronic illness through a series of breathing
techniques. Occupational therapy practitioners could recommend community resources, like
support groups or peer mentorship, so that their clients know that women other than
themselves are managing this chronic condition. By addressing the psychosocial components as
part of teaching self-management of this chronic condition through the use of various
interventions, like telehealth, social support systems, and meditation/mindfulness ,would that
improve quality of life? That question, while in theory the answer is ‘yes’, needs to be answered
and can be answered by the skills of occupational therapy practitioners.
Aims
The long-term objective of this project is to increase the knowledge and awareness of
how health education, specifically creating and implementing self-management programs for
women living with breast cancer related lymphedema may influence psychosocial factors, like
mental health, self-esteem, self-efficacy, body image, relationships, and quality of life. This
project will include three specific aims. These aims are further outlined and discussed in the
following paragraphs.
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The first aim for this project was providing clinicians in the state of Maryland with
information about lymphedema including the physical manifestations, but also how the chronic
condition affects psychosocial factors. The method for this aim was submitting an abstract for
presentation to my state organization: Maryland Occupational Therapy Association (MOTA). My
abstract was accepted for the annual conference. I created a poster and presented it at the
annual MOTA conference on October 4, 2019.
The second aim of this project is to help expand knowledge to clinicians new to the
practice area of lymphedema management for women with breast cancer related lymphedema
by writing an article for potential publication in a practice magazine, like OT Practice. This
article illustrates how the health education received to implement self-care and selfmanagement programs for women living with breast cancer related lymphedema may influence
psychosocial factors, including quality of life, mental health, interpersonal relationships, body
image, self-esteem, and self-efficacy. Educating other practitioners of occupational therapy’s
role in teaching the client about self-management programs and the association those selfmanagement programs have on psychosocial factors will help occupational therapy
professionals develop and implement appropriate interventions that are realistic for the client
to complete in the home environment. It is crucial to use an occupational therapy lens and
explore the psychosocial impact of self-management of lymphedema to help create
appropriate, holistic treatment plans that honor the foundations of practice.
My third aim is to increase occupational therapy practitioners’ awareness of
psychosocial factors associated with self-managing breast cancer related lymphedema by
presenting a short course at the American Occupational Therapy Association (AOTA) annual
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conference in 2021. The purpose for this presentation in short course format would be to
increase occupational therapy awareness of psychosocial factors associated with breast cancer
related lymphedema and the potential role of occupational therapy in supporting psychosocial
status.
The expected outcomes of my three knowledge translation aims are as follows. The first
expected outcome is an increased awareness of the evidence about the psychosocial factors
associated with health education about the self-care and self-management of breast cancerrelated lymphedema. The second expected outcome is to ensure occupational therapy
professionals understand their potential role in clinical care and when to utilize other treatment
approaches to promote adherence of self-management of lymphedema given the influence of
psychosocial factors.
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Chapter 2: Quality of Life and Breast Cancer Related Lymphedema: A Knowledge Translation
Project at the Maryland Occupational Therapy Association Annual Conference
Project Aim
The aim for this project included providing clinicians in the state of Maryland with
education not only about lymphedema including the physical manifestations, but also how the
chronic condition influences or may be associated with psychosocial factors. The method for
this aim was submitting an abstract for presentation to my state organization: Maryland
Occupational Therapy Association (MOTA).
Title
A New Quality of Life: Living with Breast Cancer Related Lymphedema
Brief Description
This aim for this project was educating clinicians in the state of Maryland with
information not only about the physical manifestations of lymphedema, but also how the
chronic condition influences or may be associated with psychosocial factors. The method for
this aim was a poster presentation created for the Maryland Occupational Therapy Association
(MOTA) annual conference, which was held on October 4, 2019. My poster presentation
showed a review of the literature and asked the clinical question: In women with breast cancer
related lymphedema, does health education positively influence psychosocial factors including
quality of life, body image, self-esteem, and interpersonal relationships, as compared to women
with breast cancer related lymphedema who do not receive health education or selfmanagement programs?
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During the poster presentation, I spoke to people about the information I found and
how it influenced clinical practice. I explained how this was a pertinent topic and how
psychosocial factors were influenced by breast cancer related lymphedema. I made the
recommendations that occupational therapy practitioners have the opportunity to empower
clients.
Intended Audience and Approach
My knowledge translation project of presenting a poster at my state conference had a
specific audience. The intended audience was for occupational therapy practitioners in the
state of Maryland. My objective for this aim was to provide clinicians with information about
lymphedema including the physical manifestations, but also how the chronic condition
influences or may be associated with psychosocial factors.
The approach was a poster presentation that had specific sections showing how I found
literature, including keywords. I also had sections that highlighted key factors and situations
from qualitative research. Then, I generally proposed that occupational therapy practitioners
could address psychosocial factors as part of treatment.
Learning Objectives
The following statements were learning objectives for this knowledge translation
project submitted as part of the abstract and proposal.
•

Describe the reported impact of self-management on self-efficacy, identity, and
relationships for women with breast cancer-related lymphedema

•

Summarize how breast cancer related lymphedema affects the performance of ADL and
IADL
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Evidence of Approach
This was the abstract that I submitted for the poster presentation:
For American women, breast cancer remains one of the most commonly diagnosed
cancers. The average risk of a woman in the United States to develop this disease is 12% or
about 1 in every 8 women where the current rate of death associated with this illness is now
only 2.6% (American Cancer Society, 2019). Because of the relatively low rate of death related
to a diagnosis of breast cancer, more and more women survive. While modern treatment for
breast cancer promotes survivorship and longevity, many residual effects from breast cancer
treatment present themselves in the lives of women. One of the residual effects of breast
cancer treatment can be damage to the lymphatic system resulting in lymphedema.
Lymphedema and lymphedema self-management may affect occupational performance,
participation, health, and well-being. Occupational therapy practitioners are uniquely trained to
help women with breast cancer-related lymphedema develop habits and routines that support
self-management, adapt activities of daily living that could be difficult to perform as a result of
an edematous limb, and provide support for the psychosocial factors that influence well-being.
Oftentimes, women with breast cancer-related lymphedema must make accommodations for
their edematous limbs that can include altering what they wear, modifying home management
and work occupations, determining priorities related to self-care and care of others, planning
spontaneity with an intimate partner, living with fear and guilt, and wishing for a sense of
normalcy (Greenslade & House, 2006; Radina, Armer, & Stewart, 2014; Ridner, Bonner, Deng, &
Sinclair, 2012).
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This educational session presents the outcomes from an evidence-based practice
project that was conducted to examine the evidence on occupational performance and wellbeing outcomes for women with breast-cancer related lymphedema who participate in selfmanagement and health education programs. PEDRO, SUMSearch 2, CINAHL, PubMed, and
Google Scholar, were used to identify systematic reviews, meta-analyses, and primary
quantitative and qualitative research studies, particularly related to self-management of breast
cancer-related lymphedema and the impact on occupational performance and mental health.
Critical appraisals were completed was synthesized with findings that indicate lymphedema and
its daily self-management is associated with emotional status and mental health resulting in
fear, guilt, loss of control, decreased self-esteem, loneliness, and frustration (Greenslade &
House, 2006; Ridner, et al., 2012; Sneddon & Lewis 2007; Taghian et al., 2014).
In many situations, lymphedema has significant implications on mental health, wellbeing, relationships, and daily activities. Few occupational therapists who specialize in
lymphedema management or lymphedema self-management programs address psychosocial
factors along with the physical manifestations. Studies reviewed suggest many women may be
frustrated with lack of knowledge or conflicting information from healthcare providers in
general (Greenslade & House, 2006; Ridner et al., 2012).
To conclude, the information presented in this session shows that women with breastcancer related lymphedema face a lifetime of self-management that requires knowledge of a
therapist or other qualified healthcare provider to successfully implement. These selfmanagement tasks may impact psychosocial factors, like mental health, body image, self-
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efficacy, intimate relationships, and quality of life which affect daily occupational performance
with respect to ADLs and IADLs.
Evaluation Method
The poster presentation went through peer review before being accepted. In order to
evaluate the experience of presenting a poster at MOTA, I provided the doctoral committee
with a summary of the venue, as well as, feedback from participants, and my own reflection.
My own reflection included what I did well and what I could improve.
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Appendix A.1. Poster Presentation

A New Quality of Life: Living with Breast Cancer Related Lymphedema
Erica N. Jones, MS, OTR/L, CLT
Anne Arundel Medical Center, Annapolis, MD
St Catherine University Doctoral Candidate, St. Paul, MN

Introduction
About 1 in every 8 American women (12%) will have a diagnosis of breast cancer
during their lifetime 2. Survival rates for breast cancer have increased due to advances
in surgery, chemotherapy, hormone therapy, immunotherapy, and radiation treatments.
Even though these treatments increase survivorship, the residual effects impact the
everyday lives of women. Secondary lymphedema is a common condition that results
from damage to the lymphatic system after breast cancer treatment 3.
Lymphedema requires a life-long commitment of its management. Occupational
therapists are among the healthcare professionals who help women diagnosed with
secondary lymphedema as a result of breast cancer treatment. Some of the problems in
clinical practice that affect the success of treating lymphedema can include access to
care, frequency of services, insurance mandates and guidelines, financial hardship, and
psychosocial factors. Complete decongestive therapy (CDT) is considered the ‘gold
standard’ of treatment, which includes meticulous skin and nail care, compression
through bandaging or garments, remedial exercise, and lymphatic massage 11. Health
education and self-management have been proposed as effective approaches for longterm management of chronic health conditions, including lymphedema. These
approaches are believed to impact not only the physical side effects, but also the
psychosocial components that are often byproducts of chronic health conditions.
Occupational therapy practitioners play an important role for this patient population.
We need to better understand how self-management for individuals with breast cancerrelated lymphedema is related to psychosocial factors. Providing education about selfmanagement and addressing psychosocial factors may increase the ability to follow
recommendations for treating this chronic condition 1. If we understand how education
plays a role, education can be tailored to meet the needs of clients and provide
resources and information to address psychosocial problems before they begin to
negatively influence quality of life.

Clinical Question
In women with breast-cancer related lymphedema, does health education positively
influence psychosocial factors, including quality of life, body image, self-esteem, and
interpersonal relationships, as compared to women with breast cancer-related
lymphedema who do not receive health education programs?

Im age cre dit: By D o cH e ale r - O w n w o rk, C C BY-SA 4 .0 , https://co m m o ns.w ikim e dia.o rg /w /index.php?curid= 6 4 1 2 0 5 5 5

Themes for Evidence-Based Practice
Changes in Function and Occupational Performance
Poorly managed lymphedema can result in the following physical impairments:
• Decreased range of motion 11
• Decreased strength 11
• Enlarged girth 11
• Subjective complaints of limb heaviness and skin tightening 11

Databases: Cumulative Index of Nursing and Allied Health Literature (CINAHL), Google
Scholar, Pub Med
Keywords: (Breast cancer OR breast neoplasm) AND (lymphedema OR lymphoedema
OR edema) AND (self-care OR self-management OR self-esteem OR self-efficacy)

•

•
•

•

Changes in Body Image, Self-Concept, and Mental Health

Implications for Clinical Practice

Lymphedema and the development of self-management programs may contribute to:
• Feelings of unattractiveness 6, 7
• Loss of control of one’s body 6, 7
• Adverse effects on mental health 7, 8, 9

Studies show that some women struggle with the daily self-management of lymphedema
which may in turn influence their roles as mothers, caregivers, and spouses.
• Difficulty ‘finding the time’ and negotiating daily responsibilities for the family 5
• Weight lifting restrictions to the edematous limb impact a woman’s ability to hold her
child 6
• Increased reliance on a partner for assistance with managing condition 6, 10
• Feelings of frustration, fear, and helplessness affecting ability to participate in activities
previously enjoyed 6, 10

•
•
•
•

Findings

Reviews of Research: 10
Primary Quantitative Research: 6
Primary Qualitative Research: 4

The Burden of Self-Management Programs
Studies suggestion that health education and self-management of lymphedema may create a
burden for some women resulting in:
• Altered self-esteem, self-efficacy, and lifestyle 4, 6, 7, 8, 10
• Knowledge of condition and its required self-care affects adherence 1

Design treatment plans that support the psychosocial impact of lymphedema
Empower clients with a self-management program set up for success rather than
failure
Establish a detailed occupational profile and design self-management programs
that consider other daily routines and roles
Recognize and accept that although complete decongestive therapy (CDT) may be
the gold standard for the condition, evidence suggests that psychosocial factors and
other daily routines should also be incorporated into the self-management program

References
1.

2.
3.

Filters: breast cancer OR breast neoplasm (abstract only); lymphedema OR edema OR
lymphoedema (abstract only); scholarly (peer reviewed) journals years 1999-2019

The demands of self-management and inconsistent information presented about
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Appendix A.2. Slide Presentation of Poster
Slide 1

A New Quality of Life: Living
with Breast Cancer Related
Lymphedema
Erica N. Jones, MS, OTR/L, CLT
St Catherine University
Spring 2020
Doctoral Advisor: Julie Bass, PhD, OTR/L, FAOTA

Narration:
Hi, my name is Erica Jones, and I am an occupational therapist. I work in the outpatient
rehabilitation department at Anne Arundel Medical Center in Annapolis Maryland. I am current
working on my clinical doctorate in occupational therapy at Saint Catherine University. I am
scheduled to complete this degree in July of 2020. My poster entitled, A New Quality of Life:
Living with Breast Cancer Related Lymphedema, will briefly discuss what lymphedema is and
how it is managed; however, the focus of this presentation will be on how psychosocial factors
may impact self-management of this condition.
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Introduction
• 12% of American women have a diagnosis of breast cancer (American
Cancer Society, 2019)

• Increased survival rates due to medical advances (American Cancer Society, 2019)
• Residual effects, such as lymphedema, impact daily life (American Cancer
Society, 2019)

Narration:
According to the American Cancer society, about 1 in 8 (or about 12%) women during their
lifetime. The American Cancer Society also states that survival rates for breast cancer are
increasing due to medical advances with surgery, chemotherapy, hormone therapy,
immunotherapy, and radiation, but there are more residual, long term complications, one of
which may be breast cancer-related lymphedema.
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Slide 3

Introduction
• Chronic swelling requiring daily, life-long commitment (Zuther and Norton,
2013)

• Complete Decongestive therapy is required (Zuther and Norton, 2013)
• Problems with clinical practice include lack of access to care,
insurance mandates/guidelines, financial concerns and psychosocial
factors (Zuther and Norton, 2013)
• As occupational therapists, better understanding of psychosocial
factors may increase ability to follow recommendations (Alcorso,et al., 2016)

Narration:
Lymphedema is most simply put chronic swelling, a common condition that results from
damage to the lymphatic system after breast cancer treatment (Zuther & Norton, 2013).
Treatment of the physical symptoms is necessary, which may include complete decongestive
therapy (CDT) (Zuther & Norton, 2013). Complete decongestive therapy is considered the gold
standard treatment which includes meticulous skin and nail care, compression (through
bandaging or garments), remedial exercise, and lymphatic massage taught to the client or
through use of a pneumatic compression pump (Zuther & Norton, 2013). Problems with clinical
practice that affect success of treatment include lack of access to care, insurance
mandates/guidelines, financial concerns and psychosocial factors (Zuther & Norton, 2013).
Occupational therapy practitioners have unique training with respect to psychosocial factors,
and by understanding those psychosocial factors, we as practitioners can provide resources and
information to address psychosocial problems before they begin to negatively influence quality
of life (Alcorso et al., 2016).
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Slide 4

Clinical Question
• In women with breast-cancer related lymphedema, does health
education positively influence psychosocial factors, including quality
of life, body image, self-esteem, and interpersonal relationships, as
compared to women with breast cancer-related lymphedema who do
not receive health education programs?

Narration:
After clinical observation working with this population of people, I developed a clinical
question. My clinical question is: In women with breast-cancer related lymphedema, does
health education positively influence psychosocial factors, including quality of life, body image,
self-esteem, and interpersonal relationships, as compared to women with breast cancer-related
lymphedema who do not receive health education programs?
I wanted to better understand how psychosocial factors influenced self-management of
lymphedema, and how occupational therapists can use that knowledge to help create effective
treatment plans.
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Methods
• Databases: Cumulative Index of Nursing and Allied Health Literature
(CINAHL), Google Scholar, Pub Med
• Keywords: (Breast cancer OR breast neoplasm) AND (lymphedema
OR lymphoedema OR edema) AND (self-care OR self-management OR
self-esteem OR self-efficacy)
• Filters: breast cancer OR breast neoplasm (abstract only);
lymphedema OR edema OR lymphoedema (abstract only); scholarly
(peer reviewed) journals years 1999-2019

Narration:
I conducted research using the following databases: Cumulative Index of Nursing and Allied
Health Literature (CINAHL), Google Scholar, Pub Med
I used the following key words and Boolean phrases: (Breast cancer OR breast neoplasm) AND
(lymphedema OR lymphoedema OR edema) AND (self-care OR self-management OR selfesteem OR self-efficacy)
I applied the following filters breast cancer OR breast neoplasm (abstract only); lymphedema
OR edema OR lymphoedema (abstract only); scholarly (peer reviewed) journals years 19992019
There were many other keywords and phrases trialed; the ones I have listed were the most
effective and provided the most relevant results.
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Findings
• Reviews of Research: 10
• Primary Quantitative Research: 6
• Primary Qualitative Research: 4

Narration:
I chose 10 of the most relevant articles related to this topic. I found 6 quantitative research
studies and 4 qualitative research studies that most closely related to my topic and clinical
question.
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Themes for Evidence-Based Practice
Changes in Function and Occupational Performance
Poorly managed lymphedema can result in the following physical
impairments:
• Decreased range of motion (Zuther and Norton, 2013)
• Decreased strength (Zuther and Norton, 2013)
• Enlarged girth (Zuther and Norton, 2013)
• Subjective reports of limb heaviness and skin tightening (Zuther and Norton, 2013)
These physical impairments can affect a woman’s ability to perform activities
of daily living and instrumental activities of daily living in a consistent and
efficient manner, including the daily self-management and self-care required
for lymphedema (Greenslade and House, 2006; Ridner, Bonner, Deng, and Sinclair, 2012)

Narration:
From the literature, I reviewed, I categorized the information into 4 themes. The first theme I
devised was; Change in function and occupational performance. As we know, poorly managed
lymphedema can result in the impairments of decreased range of motion, decreased strength,
enlarged girth, subjective complaints of limb heaviness and skin tightening (Zuther & Norton,
2013). These physical impairments may affect ADL/IADL function and negatively impact
psychosocial factors, like mental health, quality of life, self-esteem, self-efficacy (Greenslade &
House, 2006; Ridner, Bonner, Deng, & Sinclair, 2012).
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Themes for Evidence-Based Practice
Changes in Body Image, Self-Concept, and Mental Health
• Lymphedema and the development of self-management programs
may contribute to:
• Feelings of unattractiveness (Ridner, Bonner, Deng, and Sinclair, 2012; Sneddon and Lewis, 2007)
• Loss of control of one’s body (Ridner, Bonner, Deng, and Sinclair, 2012; Sneddon and Lewis, 2007)
• Adverse effects on mental health (Sneddon and Lewis, 2007; Taghian et al, 2014; Teo et al, 2015)

Narration:
The second theme was changes in body image, self-concept, and mental health. The literature
reviewed may indicate that women who have a diagnosis of lymphedema and practice the
required daily self-management may feel unattractive (Ridner, Bonner, Deng, & Sinclair, 2012;
Sneddon & Lewis, 2007). They may feel that they have loss of control of their bodies as they
have a condition that if left intreated progressively gets worse (Ridner, Bonner, Deng, & Sinclair,
2012; Sneddon & Lewis, 2007). Adverse effects on mental health may exist as well (Sneddon &
Lewis, 2007; Taghian et al, 2014; Teo et al, 2015).
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Themes for Evidence-Based Practice
Changes in Relationships and Roles
Studies show that some women struggle with the daily self-management of
lymphedema which may negatively influence their roles as mothers,
caregivers, and spouses (Radina, Armer, and Stewart, 2014; Ridner, Bonner, Deng, and Sinclair, 2012; Winch et
al, 2015) .

• Difficulty ‘finding the time’ and negotiating daily responsibilities for the
family (Radina, Armer, and Stewart, 2014)
• Edematous limbs may impact a woman’s ability to hold her child (Ridner, Bonner,
Deng, and Sinclair, 2012)

• Increased reliance on a partner for assistance with managing condition
(Ridner, Bonner, Deng, and Sinclair, 2012; Winch et al, 2015)

• Feelings of frustration, fear, and helplessness affecting ability to participate
in activities previously enjoyed (Ridner, Bonner, Deng, and Sinclair, 2012; Winch et al, 2015)

Narration:
Women with breast cancer related lymphedema may struggle with daily self-management of
lymphedema may experience changes in roles and responsibilities (Radina, Armer, & Stewart,
2014; Ridner, Bonner, Deng, & Sinclair, 2012; Winch et al, 2015). Because women have to
complete daily self-management in order to manage physical manifestations, literature
revelated that women may have altered roles and responsibilities as mother Radina, Armer, &
Stewart, 2014; Ridner, Bonner, Deng, & Sinclair, 2012) . For example, an edematous limb may
impact the ability to hold children or carry a laundry basket (Ridner, Bonner, Deng, & Sinclair,
2012). Women may have a sense of lost independence with self-care, thus creating more
reliance on a partner or family member (Ridner, Bonner, Deng, & Sinclair, 2012; Winch et al,
2015) . Lymphedema self-management may impact create feelings of frustration, fear, and
hopelessness. Fear and hopelessness that the condition will worsen, fear of infection,
frustration from inconsistent information from healthcare providers (Ridner, Bonner, Deng, &
Sinclair, 2012; Winch et al, 2015).
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Themes for Evidence-Based Practice
Burden of Self-Management Programs
Studies suggest that health education and self-management of
lymphedema may create a burden resulting in:
• Altered self-esteem, self-efficacy, and lifestyle (Greenslade and House, 2006; Ridner,
Bonner, Deng, and Sinclair, 2012, Sneddon and Lewis, 2007; Taghian et al, 2014, Winch et al, 2015).

• Knowledge of condition and its required self-care affects adherence
(Alcorso,et al., 2016)

Narration:
Burden of self-management related to the care of lymphedema may indicated reduced selfesteem and self-efficacy, which can create a negative aspects to women’s life (Greenslade &
House, 2006; Ridner, Bonner, Deng, & Sinclair, 2012, Sneddon & Lewis, 2007; Taghian et al,
2014, Winch et al, 2015). Burden of self-management can also be increased because of the
knowledge obtained to self-manage the condition (Alcorso,et al., 2016). For example, if a
woman knows that the required self-care consists of 4 distinct components rather than 1 single
thing to do, she might have decreased self-efficacy about whether or not she can complete the
tasks.
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Conclusions
• The demands of self-management may contribute to feelings of frustration,
depression, anger, and desire to feel normal (Greenslade and House, 2006; Radina, Armer, and
Stewar, 2014; Ridner, Bonner, Deng, and Sinclair, 2012, Sneddon and Lewis, 2007; Taghian et al, 2014)

• Self-image and body image disturbance may contribute to feelings of
unattractiveness and loss of control of one’s own body (Greenslade and House, 2006;
Ridner, Bonner, Deng, and Sinclair, 2012, Sneddon and Lewis, 2007; Taghian et al, 2014, Winch et al, 2015).

• Burden of daily care required for self-managing lymphedema may add to
challenges with occupational performance and ability to perform roles of
mother, wife, and caregiver (Radina, Armer, and Stewart, 2014)
• Emotional aspects of self-management of lymphedema may include fear,
guilt, and loss of control related to participation in daily activities (Ridner, Bonner,
Deng, and Sinclair, 2012; Teo et al, 2015; Winch et al, 2015)

Narration:
The findings from the literature suggests that self-management of lymphedema could take an
emotional toll on women (Greenslade & House, 2006; Radina, Armer, & Stewart, 2014; Ridner,
Bonner, Deng, & Sinclair, 2012, Sneddon & Lewis, 2007; Taghian et al, 2014; Teo et al, 2015;
Winch et al, 2015). The negative feelings that potentially arise from self-managing breast cancer
related lymphedema were often described as frustration, depression, anger, and yearning to
live a “normal life” without a reminder of cancer (Greenslade & House, 2006; Radina, Armer, &
Stewart, 2014; Ridner, Bonner, Deng, & Sinclair, 2012, Sneddon & Lewis, 2007; Taghian et al,
2014). Self-esteem and body image disturbance from using compression or completing
bandaging may contribute to feelings of unattractiveness, which could affect relationships
(Greenslade & House, 2006; Ridner, Bonner, Deng, & Sinclair, 2012, Sneddon & Lewis, 2007;
Taghian et al, 2014, Winch et al, 2015). Negative emotions may impact self-management
resulting in fear, guilt, and loss of control at daily activities (Ridner, Bonner, Deng, & Sinclair,
2012; Teo et al, 2015; Winch et al, 2015).
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Implications for Clinical Practice
• Design treatment plans that support the psychosocial impact of
lymphedema
• Empower clients with a self-management program set up for success rather
than
• failure
• Establish a detailed occupational profile and design self-management
programs that consider other daily routines and roles
• Recognize and accept that although complete decongestive therapy (CDT)
may be the gold standard for the condition, evidence suggests that
psychosocial factors and other daily routines should also be incorporated
into the self-management program

Narration:
So, what can occupational therapists do? We can design treatment plans that support the
psychosocial impacts of lymphedema, like using interventions of mindfulness, telehealth,
and/or social support, we can address components of occupational health, making us unique
contributors to the healthcare profession.
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Appendix A.4. Reflection on MOTA Presentation
I completed a poster presentation for the Maryland Occupational Therapy Association
(MOTA) Annual Conference held on October 4, 2019 in Columbia, Maryland. I was really excited
to be accepted because, at that time, I had never presented at a conference before, let alone
made a poster. I worked with Dr. Bass, who helped me tremendously to make my poster easy
to read and understand, as well as aesthetically pleasing to the eye.
When I presented my poster at the conference, I felt very self-conscious about my work.
I know I had worked really hard to make this poster, and I was really proud of it. But, when I got
the conference, I compared myself to others, which I know I should not do. The first thing I
noticed from other people’s posters were that they were white and simply designed with
minimal colors. My poster was gray, which Dr. Bass helped tone down from black, with bright
pink text boxes. I got over that quickly and thought to myself, ‘well it matches my personality:
unique.’
The entire conference had about 200 people in attendance. And, during the poster
presentation section, I would say at least 25-30 people stopped by my poster. All of the people
who viewed my poster seemed interested in the topic and what information I had to share with
them. Having never given a poster presentation before, I sort of thought that people would
read the poster and then ask questions. My experience was not that. People came up to my
poster and would say, ‘so tell me about this [the poster topic].’ I found that odd, but
nonetheless, I explained each of the sections about the poster (similar to the script I have in
Appendix A.2).
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Most of the people who came, viewed my poster, and asked me to explain it to them
would bob their head when I mentioned the words ‘lymphedema’ and ‘breast cancer.’ It
seemed that most of the practitioners who participated in my poster session were familiar with
the clinical situation of lymphedema as it relates to breast cancer. I felt that a handful of people
knew that lymphedema was physically managed through compression, one of the components
of CDT. I would say very few people, if any, were aware of the psychosocial factors associated
with the self-management of breast cancer related lymphedema. It seemed that most people
had tiny little light bulbs go off in their minds when I explained that women were anxious,
fearful, and frustrated by the health education they received about the required selfmanagement of lymphedema and the implemented home programs by their therapists. They
would make comments, of ‘oh that makes sense’ or ‘I never thought of it [self-management] in
that way before [how it affects psychosocial factors].’
I really enjoyed myself and I had a lot of fun presenting this poster. I felt that I had some
interesting and pertinent information to share about occupational therapy practice. If I had to
do this particular poster presentation again, I would probably explain a little bit more about the
progression of lymphedema and why self-management of the physical side effects is so
important. It’s possible that if people had the background knowledge, or a more thorough
understanding of the condition and what it takes to manage it, I believe that my poster would
have made more sense to them. I think that understanding what is required to self-manage the
condition sheds light to how that affects women’s mental health, self-esteem, self-efficacy, and
quality of life.
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I tried to make my poster as simple as possible to explain the information I found. From
my experience, while it was positive, I think that this particular topic would be better served at
a specialty conference for those who had a better understanding of the treatment required. I
still feel that the practitioners who viewed my poster received valuable information about the
practice of occupational therapy, as well as how our unique training can benefit the chronically
ill in more ways than physical management of symptoms.
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Chapter 3: Psychosocial Factors and Breast Cancer Related Lymphedema: A Knowledge
Translation Project Proposed for OT Practice
Project Aim
The aim of this project is to expand knowledge to clinicians new to the practice area of
lymphedema management for women with breast cancer related lymphedema by writing a
manuscript to submit for publication in a practice magazine, like OT Practice.
Title
Addressing Psychosocial Factors for Women Living with Breast Cancer Related Lymphedema
Brief Description
This aim of this knowledge translation project is to expand understanding to clinicians
new to the practice area of lymphedema management for women with breast cancer related
lymphedema. The method for this aim is writing a manuscript for publication in a practice
magazine, ideally OT Practice. This article is meant to illustrate how the health education
received to implement self-care and self-management programs of breast cancer related
lymphedema influences psychosocial factors, including quality of life, mental health,
interpersonal relationships, body image, self-esteem, and self-efficacy. This article will help
expand knowledge to clinicians new to this practice area by providing three case examples
describing the association of self-management of breast cancer related lymphedema has on
psychosocial factors (see Appendix B). Each case example has an occupational profile which is
based on the AOTA Occupational Profile Template (see Appendix B.1). The case examples will
help explain that there is more than a physical manifestation of lymphedema, but a significant
component of managing this condition may influence psychosocial factors. Psychosocial factors
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will be measured by certain standardized assessments (see Appendix B.2). By providing
education and knowledge dissemination to occupational therapy practitioners about the
association of lymphedema with psychosocial status may allow them to consider incorporating
approaches to improve psychosocial function, like mindfulness, social supports, and telehealth.
Intended Audience and Approach
My knowledge translation project of writing an article for OT Practice has a specific
audience. My targeted audience is occupational therapy practitioners. My intentions for this
aim are to provide clinicians who practice in this specialty with information not only about the
physical manifestations, but also how the chronic nature of lymphedema may influence
psychosocial status.
The approach for writing an article for OT Practice would be to confirm the topic criteria
is appropriate for the magazine. I plan to contact the editors and ensure there is interest for my
subject area. I also need to solidify deadlines for the article to appear in what issue of the
magazine. I will determine whether or not continuing education contact hours would be
awarded for submission and if there is a difference for contact hours with publication.
Learning Objectives
The following statements are learning objectives for this knowledge translation project. They
are as follows:
•

Describe the reported impact of self-management on self-efficacy, identity, and
relationships for women with breast cancer-related lymphedema

•

Summarize how breast cancer related lymphedema affects the performance of ADL and
IADL
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Identify how occupational therapy practitioners can assess psychosocial components
during treatment

•

Explain ways in approaches like mindfulness, social supports, and telehealth can be
utilized for addressing psychosocial factors affected by the self-management of breast
cancer related lymphedema

Evidence of Approach
Abstract for OT Practice
Occupational therapy practitioners play a vital role in breast cancer rehabilitation.
Treatment can result in physical impairments creating functional deficits in activities of daily
living (ADL) and instrumental activities of daily living (IADL) requiring the unique skill set of an
occupational therapy practitioner. One residual effect of breast cancer treatment may be
lymphedema. Complete decongestive therapy (CDT) has been suggested as the gold standard
treatment approach for the physical manifestations of the condition (Weissleder &
Schuchhardt, 2008; Zuther & Norton, 2013). Evidence suggests that psychosocial factors may be
influenced by the required daily self-management programs that occupational therapy
practitioners teach clients (Greenslade & House, 2006; Radina, Armer, & Stewart, 2014; Ridner,
Bonner, Deng, & Sinclair, 2012). Occupational therapy practitioners are trained to help people
develop habits and routines that support self-management, adapt ADL, and provide support for
the psychosocial factors that influence well-being. There are multiple intervention approaches,
but no standard of care exists for women with lymphedema. Examples of intervention
approaches are discussed in this article. Using telehealth as one possible means for
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intervention, occupational therapy practitioners can empower clients with a self-management
program set up for success.
Lymphedema is often associated with anxiety, fear, and depression (Lindquist & Nyberg,
2018; Williams, Moffatt, & Frank, 2004; Stolldorf, Dietrich, & Ridner, 2016), and mindfulness
could be used as an intervention approach because of its success with managing anxiety, stress,
fear, and depression (Bonadonna, 2003). Feelings of being alone and social isolation are often
associated with lymphedema which may influence occupational performance and psychosocial
status (Greenslade & House, 2006; Ridner et al., 2012). Social supports can provide a network
so that women don’t feel isolated while completing the recommended self-care tasks given to
them by an occupational therapist for this chronic condition (Bennett, Russell, Atwal, Brown, &
Schiller, 2018;).
This article will define breast cancer related lymphedema, briefly review how to
physically manage the chronic condition, review and discuss the literature on selfmanagement’s influence towards psychosocial factors. I will present three case studies that
examine clients’ occupational performance managing the condition through several
approaches.
Evaluation Method
The editorial process will evaluate the content of this article. If the article is accepted by
OT Practice, there will be feedback and suggestions to make the article “publication ready.” If
the article is not accepted, there should be feedback from those who completed the reviewing
process. I plan to take that criticism and correct the article with appropriate suggestions and
then re-submit at a later date.

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

87

References
Bennett, P.N., Russell, J.S., Atwal, J., Brown, L, and Schiller, B. (2018). Patient-to-patient peer
mentor support in dialysis: Improving the patient experience. Seminars in Dialysis, 31,
455-461. https://doi.org/10.1111/sdi.12703
Bondonna, R. (2003). Meditation’s impact on chronic illness. Holistic Nursing Practice, 17(6),
309-319.
Greenslade, M.V. and House, C.J. (2006). Living with lymphedema:
A qualitative study of women’s perspectives on prevention and management following
breast cancer-related treatment. Canadian Oncology Nursing Journal, 16(3), 165-179.
https://doi.org/10.5737/1181912x163165171
Lindquist, H. and Nyberg, T. (2018). Self-care in female cancer survivors with secondary
lymphedema: characteristics of women needing support to perform self-care.
Rehabilitation Oncology, 36, 37-47. https://doi.org/10.1097/01.REO.0000000000000106
Radina, M.E, Armer, J.M., and Stewart, B.R. (2014). Making self-care a priority for women at risk
of breast cancer–related lymphedema. Journal of Family Nursing, 20 (2), 226-249.
https://doi.org/10.1177/1074840714520716
Ridner, S.H., Bonner, C.M., Deng, J., and Sinclair, V.G. (2012). Voices from the shadows: Living
with lymphedema. Cancer Nursing, (35), 1, E18-E26.
https://doi.org/10.1097/NCC.0b013e31821404c0
Stolldorf, D. P., Dietrich, M. S., & Ridner, S. H. (2016). A comparison of the quality of life in
patients with primary and secondary lower limb lymphedema. Western Journal of
Nursing Research, 38(10), 1313-1334. https://doi.org/10.1177/0193945916647961

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

88

Weissleder, H. and Schuchhardt, C. (Eds.) (2008). Lymphedema: Diagnosis and therapy. Essen,
Germany: Viatial Verlag GmbH.
Williams, A. F., Moffatt, C.J., and Frank, P. J. (2004). A phenomenological study of the lived
experiences of people with lymphedema. International Journal of Palliative Nursing,
10(6), 279-286. https://doi.org/10.12968/ijpn.2004.10.6.13270
Zuther, J.E. and Norton, S. (2013). Lymphedema Management: The Comprehensive Guide for
Practitioners. (3rd ed.) New York, NY: Thieme Medical Publishers, Inc

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

89

Appendix B.1. Addressing Psychosocial Factors for Women Living with Breast Cancer Related
Lymphedema
Introduction
According to the American Cancer Society (2019), breast cancer affects 1 in 8 American
women. One potential side effect of breast cancer treatment is lymphedema. Lymphedema is
chronic and persistent swelling that may be a result of surgery or radiation therapy causing
destruction and malfunction to the lymphatic system (Zuther & Norton, 2013). Treating the
physical symptoms of lymphedema is a daily, life-long process, and oftentimes requires
complete decongestive therapy (CDT). CDT includes daily meticulous skin care, manual
lymphatic drainage, compression, and remedial exercise (Weissleder & Schuchhardt, 2008;
Zuther & Norton, 2013). Aspects of CDT are taught by rehabilitation clinicians, including
occupational therapy practitioners, to women living with this condition for self-management.
The daily self-management may influence psychosocial factors, like mental health, selfesteem, self-efficacy, roles, and responsibilities (Greenslade & House, 2006; Radina, Armer, &
Stewart, 2014; Ridner, Bonner, Deng, & Sinclair, 2012). The physical side effects of lymphedema
may cause loss in function resulting in decreased self-esteem and self-efficacy (Ridner, et al.,
2012). Loss of function and daily self-management could lead to increased feelings of anger and
frustration (Greenslade & House, 2006; Radina, Armer, & Stewart, 2014; Ridner et al., 2012).
The Occupational Therapy Practice Framework: Domain and Process (3rd ed.) builds the
foundation for intervention and treatment (AOTA, 2014). Using this outline to analyze the
physical and psychosocial relationship to lymphedema, areas of occupation that may be
influenced include ADL, like dressing, intimate relations, and other life roles, or IADL, such as
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care of others, child rearing, social participation, as well as health management and
maintenance. The following case examples describe women with breast cancer related
lymphedema. Their occupational profile includes how client factors, including values and
beliefs, as well as mental and physical body functions intertwine with the self-management of
this chronic condition. The Occupational Therapy Practice Framework (Table 6 and Table 8) was
used as a guide to select appropriate interventions for each case study (AOTA, 2014).
Penelope
Occupational Profile
Penelope is a breast cancer survivor in her late 40s. She is married to her supportive
husband who travels often for work. Penelope has two grown sons. One son lives near her and
visits weekly; her other son lives across the country but calls and texts her frequently.
Penelope’s personal interests and values include attending church each week, spending quality
time with her family, and working as a part time preschool and Sunday school teacher. She also
enjoys tending to her garden.
Penelope presented to occupational therapy with subjective complaints of pain,
numbness, decreased range of motion in her left arm, and visible, palpable swelling. Penelope
reported that the physical symptoms were creating barriers to her participation in ADL and
IADL, like dressing for church and heavy lifting during gardening.
Penelope reported body image dissatisfaction by referring to her left arm as an
“eyesore”. Penelope stated she felt self-conscious at church and didn’t feel like she could wear
her sleeveless dresses. While working in preschools, Penelope became stressed and anxious
when parents asked if she was fit for the job or if she had a condition the children could catch.
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Penelope expressed doubts as her role of wife. She expressed worry and fear that her husband
thought she was ugly because of her swollen arm.
Initial assessment
Penelope’s occupational therapy evaluation consisted of baseline measurements of her
physical symptoms. This assessment showed decreased shoulder flexion and abduction. Her left
upper extremity total girth and lymphatic volume was 40% greater than her right. Penelope
completed clinical assessments in order for the occupational therapist to gain an understanding
of how this condition influenced psychosocial status. Administration of the Functional
Assessment of Cancer Therapy-General (FACT-G) revealed that she was having difficulty with
accepting her illness, had reduced feelings of closeness to her spouse, and often felt nervous
(FACIT.org, 2020). Results of the Lymphedema Life Impact Scale (LLIS) demonstrated she had
feelings of dissatisfaction with her body and that lymphedema often “gets her down” (Weis &
Daniel, 2018).
Interventions
Penelope received instruction in preparatory methods for self-managing the physical
symptoms of lymphedema including self-manual lymphatic drainage, use of day and nighttime
compression, remedial exercise, and daily meticulous skin care. Penelope’s occupational
therapist provided education on some of the common psychological and social factors
associated with lymphedema. Since Penelope expressed body image dissatisfaction, examples
of clothing modification were provided as well as resources for how to personalize the
compression garments. To reduce her feelings of anxiety, stress, and depression, Penelope
completed meditation, mindfulness, and breathing activities.
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Outcomes
Penelope participated in occupational therapy with desired outcomes that included
improvement of physical symptoms, reduced risk of condition worsening, increased selfesteem, and decreased anxiety and stress. With the preparatory methods of exercise and a
compression system, her range of motion improved by 15 degrees with regard to left shoulder
flexion and abduction, and her girth and lymphatic volume became within 10% of the right.
Following education, Penelope reported a better understanding of how to prevent progression
of condition as well as the psychological and social factors that may be affected. Through
mindfulness and meditation, Penelope’s score on the FACT-G score demonstrated that her
acceptance of her condition went from ‘somewhat’ to ‘very much,’ feelings of closeness to her
husband went from ‘a little bit’ to ‘quite a bit’ and feelings of being nervous went from ‘very
much’ to ‘a little bit’ (FACIT.org, 2020). The LLIS showed a decrease with lymphedema ‘getting
her down’; her score went from 4 correlating to ‘constantly’ to 1 (Weis & Daniel, 2018).
Penelope reported subjective functional improvements of less stress at work, reduced anxiety
about her relationship with her husband, and increased self-esteem because she now had
options for clothing modifications and personalization.
Abby
Occupational Profile
Abby is a 75-year-old female who is 25 years post breast cancer treatment. She reports
mild cognitive impairments. She recently retired as clerical worker, and her husband died 6
months ago. Abby is adjusting to the new routines she needs to establish to take care of
herself. She was heavily reliant on her husband to assist with money management and self-care

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

93

related to lymphedema. She reports that she feels more anxious and confused about selfmanaging her lymphedema. Abby doesn’t drive and relies on public-funded transportation. Her
preferred leisure activities include attending bingo once a week at the local fire station. Abby
states that her edematous limb has affected her participation with bingo. She reports that it is
difficult to hold the chips and place them on her card making her feel inadequate to be a
member of the group.
Initial Assessment
Abby’s occupational therapy evaluation included baseline measurements of her
strength, range of motion, and girth in her affected extremity. Her results showed less than half
of normal shoulder flexion due to weight of limb, and her girth and lymphatic volume was 50%
greater than the non-affected limb. Abby’s score on the Upper Extremity Functional Index
(UEFI) showed that she has difficulty reaching overhead and grasping and manipulating objects
in her hand (Physiopedia, 2020). Abby’s answers to the LLIS showed that her movement is
extremely limited, and she must completely rely on others to manage lymphedema. Her score
also indicates that she has little understanding of how to manage her lymphedema (Weis and
Daniel, 2018). Abby’s mild cognitive impairment was crucial for the occupational therapist to
assess to develop appropriate interventions and approaches. Abby’s score on the St Louis
University Mental Status (SLUMS) demonstrated mild cognitive impairment showing deficits in
attention and memory (AbilityLab, 2020).
Intervention
Abby worked with occupational therapy to learn preparatory tasks of self-bandaging
her edematous arm, but she was unable to become independent. Abby received an
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individualized exercise program to restore range of motion in her shoulder and coordination in
her hand. Considering her client factors of decreased mental function and her value of financial
stability, Abby’s occupational therapist supported self-advocacy to obtain a stronger social
support system. The occupational therapist recommended a community outreach program.
Through the community outreach program, Abby acquired caregivers who helped her wrap her
arm daily.
Outcomes
Abby participated in occupational therapy treatment with priorities and desired
outcomes of improving ability to play bingo and being as independent as possible with
managing her lymphedema. As a result of the preparatory tasks, Abby demonstrated functional
range of motion, as well as decreased girth and lymphatic volume. The preparatory tasks also
influenced Abby’s score on UEFI and LLIS. At time of discharge, Abby went from extreme
difficulty to no difficulty with grasping items during ADL/IADL. Abby told her occupational
therapist, “I can play bingo again! No one has to help me with the chips. I feel like I can be part
of the group and not annoy my friends.” Through the intervention approach of self-advocacy to
obtain social support, Abby’s understanding of how to manage her lymphedema went from no
understanding with a score of ‘0’ to some level of understanding, a score of ‘2’ on the LLIS. Her
reliance on others reduced; she went from completely, a score of ‘4’ to a score of ‘2’ on the
LLIS. Overall, with the intervention approaches provided, Abby reported increased self-esteem
and self-efficacy during her leisure activities and improvements with self-management using
social supports.
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Samantha
Occupational Profile
Samantha is a 31-year-old who has been diagnosed with left breast cancer for 9 months.
Samantha recently married, and she wants to succeed in having a happy marriage. Her leisure
activities include running when she feels like her pain and discomfort are minimal. Her support
system consists of her family and a cancer support group for young adults living with cancer
which she attends monthly. Samantha has a significant history of depression with suicidal
ideations.
Initial Assessment
Samantha’s occupational therapy evaluation was completed after she had finished
radiation to her breast. The occupational therapist assessed pain and tightness in her breast,
which Samantha reported at 8/10. Visual inspection of the breast showed discoloration to the
skin, swelling, and radiation-induced fibrosis. Girth measurements of her trunk were taken as
well.
Samantha completed the Patient Health Questionnaire (PHQ-9) showing signs
consistent with major depression with moderate severity (AbilityLab, 2020). The occupational
therapist also administered the FACIT-Sp-12 to gain insight into Samantha’s perception of self
and purpose in life (FACIT.org, 2020).
Intervention
Samantha participated in occupational therapy working towards achieving her goals of
reducing breast/trunk swelling and pain in order to participate in running. Her desired outcome
for treatment included to increase in satisfaction with daily life. She also wanted reduced
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frequency of thoughts about self-harm and decreased feelings of depression. Samantha
obtained a compression bra with a swell spot as a preparatory method for her breast swelling.
Samantha received education about some of the psychological and social factors that may be
influenced by lymphedema, including changes in relationships and intimacy. To address and
help improve Samantha’s mental health, the occupational therapist referred out to a
psychiatrist and supplemented that recommendation with providing group intervention within
the virtual environment. The therapist utilized telehealth and enrolled Samantha in a support
program. The program consisted of text messaging to send daily positive affirmations, as well as
tips and reminders to complete daily management of lymphedema.
Outcomes
After working with occupational therapy, the preparatory method decreased trunk
girth, post-radiation skin texture softened, and she her pain level reduced from 8/10 to 5/10.
Education provided gave Samantha an understanding of how her relationship may be affected.
Telehealth, in addition to psychiatric care, appeared to be an effective intervention approach to
support mental health and well-being. Samantha reported that the text messages helped her
maintain a positive attitude. She stated she had less frequent thoughts of self-harm and
feelings of depression. Samantha’s final score on the PHQ-9 showed her symptoms of
depression reduced to major depression, mild (AbilityLab, 2020). Samantha’s score on the
FACIT-Sp-12 demonstrated an increase in self-efficacy and sense of purpose. She went from
having no sense of purpose to ‘quite a bit’ and her reason for living went from ‘not at all’ to
‘very much’ (FACIT.org, 2020).
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Conclusion
Occupational therapy practitioners are among the subset of healthcare providers who
treat the chronic condition of breast cancer related lymphedema. Current programs that
address chronic illnesses may benefit by the occupational lens which connects physical
symptoms and psychosocial factors with everyday life and participation. Health education and
teaching self-management of any chronic illness, including lymphedema, is an intervention that
may influence psychosocial functioning and occupational performance (Greenslade & House,
2006; Radina, Armer, & Stewart, 2014; Ridner et al., 2012). Tools to help combat the
psychosocial effects of self-management, like telehealth (Singleton, et al., 2019), social support
(Bennett, Russell, Atwal, Brown, & Schiller, 2018), as well as meditation and mindfulness
(Bonadonna, 2003) have shown positive results for many chronic illnesses, including cancer. But
few peer-reviewed literature exists about its role for lymphedema specifically. Occupational
therapy practitioners should embrace the challenge of addressing psychosocial factors coupled
with occupational performance in order to shift our practice to better serve women living with
breast cancer related lymphedema by stressing a connection of managing physical symptoms
and psychosocial factors with meaningful everyday activities and participation.
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AOTA OCCUPATIONAL PROFILE
“The occupational profile is a summary of a client’s occupational history and experiences, patterns of daily living, interests, values, and needs”
(AOTA, 2014, p. S13). The information is obtained from the client’s perspective through both formal interview techniques and casual conversation
and leads to an individualized, client-centered approach to intervention.
Each item below should be addressed to complete the occupational profile. Page numbers are provided to reference a description in the
(AOTA, 2014).
Why is the client seeking service, and what are the client’s current concerns relative to engaging in occupations and
in daily life activities? (This may include the client’s general health status.)
Reason the client is seeking
service and concerns related
to engagement in occupations

Client Report

Occupations in which the
client is successful (p. S5)
Personal interests
and values (p. S7)
Occupational history
(i.e., life experiences)

Performance patterns
(routines, roles, habits, &
rituals) (p. S8)

In what occupations does the client feel successful, and what barriers are affecting his or her success?

What are the client’s values and interests?

What is the client’s occupational history (i.e., life experiences)?

What are the client’s patterns of engagement in occupations, and how have they changed over time? What are
the client’s daily life roles? (Patterns can support or hinder occupational performance.)

Environment

What aspects of the client’s environments or contexts does he or she see as:
Supports to Occupational Engagement

Barriers to Occupational Engagement

Physical (p. S28)
(e.g., buildings, furniture,
pets)
Social (p. S28)
(e.g., spouse, friends,
caregivers)

Context

Cultural (p. S28)
(e.g., customs, beliefs)
Personal (p. S28)
(e.g., age, gender, SES,
education)
Temporal (p. S28)
(e.g., stage of life, time,
year)

Client Goals

Virtual (p. S28)
(e.g., chat, email,
remote monitoring)

lient’s priorities and
desired targeted outcomes:
(p. S34)

Consider: occupational performance—improvement and enhancement, prevention, participation, role competence,
health and wellness, quality of life, well-being, and/or occupational justice.

Copyright © 2017, by the American Occupational Therapy Association.
This document is designed to be used in occupational therapy practice and education.
For all other uses, such as republishing or digital hosting and delivery, contact www.copyright.com or copyright@aota.org.
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ADDITIONAL RESOURCES
For a complete description of each component and examples of each, refer to the Occupational Therapy Practice Framework:
Domain and Process, 3rd Edition.
American Occupational Therapy Association. (2014). Occupational therapy practice framework: Domain and process (3rd ed.).
American Journal of Occupational Therapy, 68, S1–S48. https://doi.org/10.5014/ajot.2014.682006
The occupational profile is a requirement of the CPT® occupational therapy evaluation codes as of January 1, 2017.
For more information visit www.aota.org/coding.
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Appendix B.3. Table 3.1
Standardized Measures and Assessments for Lymphedema Management
Measure
Functional
Assessment of Cancer
Therapy-General
(FACT-G)

Brief Description
Patient reported outcome measure consisting of 27
questions that assesses the following domains: physical
well-being, social/family well-being, emotional well-being,
and functional well-being.

Source
Reference
https://www.facit.org/FA Facit.org, 2020
CITOrg/Questionnaires

Lymphedema Life
Impact Scale (LLIS)
Version 2

Assessment of 18 questions that explores the physical,
psychosocial and functional domains of lymphedema.
Contextual questions are ranked on a scale of 1-4, where 1
equals ‘not pertinent to lymphedema’ and 4 is ‘strongly
pertinent to lymphedema’.

https://klosetraining.co
m/resources/llis/

Weiss &
Daniel, 2018

Upper Extremity
Functional Index

Patient reported outcome measure that assesses
functionality in people with upper extremity dysfunction.
There are 20 items with ranking score of 0-4 where 0
indicates ‘extreme difficulty’ and 4 equates to ‘no difficulty.’

https://www.physiopedia.com/Upper_Extre
mity_Functional_Index

Physiopedia,
2020

Saint Louis University
Mental Status
(SLUMS)

A clinician administered assessment with 11 questions that
tests orientation, memory, attention and executive
function.

https://www.sralab.org/r AbilityLab,
ehabilitation2020
measures/saint-louisuniversity-mental-statusexam

Patient Health
Questionnaire (PHQ9)

Self-report questionnaire designed to detect the signs and
severity of depression. There are 9 items with ranking score
of 0-3 where 0 is ‘not at all’ and 3 is ‘nearly every day.’

https://www.sralab.org/r AbilityLab,
ehabilitation2020
measures/patienthealth-questionnairephq9
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Functional
12 item self-reported questionnaire that assesses spiritual
Assessment of Chronic well-being of those with a diagnosis of cancer.
Illness TherapySpiritual Wellbeing
(FACIT-Sp-12)
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https://www.facit.org/FA Facit.org, 2020
CITOrg/Questionnaires
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Chapter 4: Self-Management and Psychosocial Factors in Breast Cancer Related Lymphedema:
A Knowledge Translation Project Proposed for the AOTA Annual Conference
Project Aim
The aim of this project is to increase occupational therapy awareness of psychosocial
factors associated with self-managing breast cancer related lymphedema by presenting a short
course at the American Occupational Therapy Association (AOTA) Annual Conference in 2021.
Title
Living with Breast Cancer Related Lymphedema: How Does Self-Management Affect Quality of
Life
Brief Description
This aim consists increasing occupational therapy awareness of psychosocial factors
associated with self-managing breast cancer related lymphedema of developing a short course
for the American Occupational Therapy Association (AOTA) Annual Conference. This course will
illustrate how self-care and self-management of breast cancer related lymphedema may
influence psychosocial factors and occupational performance, including quality of life, mental
health, interpersonal relationships, participation in meaningful activities, body image, selfesteem, and self-efficacy. Providing education to occupational therapy professionals about how
this chronic condition may influence occupational performance and psychosocial well-being will
encourage them to incorporate physical management and psychosocial factors using an
occupational lens as part of their intervention. Three examples of tools to assist the
intervention of health education will be discussed: telehealth, mindfulness, and social support.
As a result of this course, occupational therapy practitioners will be challenged to change
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current methods of practice to address psychosocial factors to create a more holistic and
individualized approach to clinical care.
Intended Audience and Approach
My knowledge translation project of creating a short course for AOTA has a specific
audience. My targeted audience is for occupational therapy practitioners, not clients or other
stakeholders. My intention for this aim is to provide clinicians with information not only about
the physical manifestations, but also how the chronic condition of breast cancer related
lymphedema may influence or be associated with psychosocial factors and challenge current
clinical practice to address it in treatment.
Learning Objectives
The following statements are learning objectives for this knowledge translation project
are as follows:
•

Define lymphedema and the treatment of its physical manifestations

•

Describe the reported impact of self-management on self-efficacy, identity, and
relationships for women with breast cancer-related lymphedema

•

Summarize how breast cancer related lymphedema affects the performance of ADL and
IADL

•

Define self-management of breast cancer related lymphedema and how it could impact
psychosocial factors

•

Explain ways in which approaches like telehealth, mindfulness, and social support may
be utilized for addressing psychosocial factors affected by breast cancer related
lymphedema
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Evidence of Approach
Abstract/Call for Paper
Occupational therapy professionals play a vital role in breast cancer rehabilitation
(AOTA, 2012). Treatment can result in physical impairments creating functional deficits in
activities of daily living (ADL) and instrumental activities of daily living (IADL) participation. One
of the residual effects of breast cancer treatment may be lymphedema (American Cancer
Society, 2019; Zuther & Norton, 2013; Weisselender & Schuchhardt, 2008). Although complete
decongestive therapy (CDT) may be the gold standard for the physical manifestations of the
condition, evidence suggests that psychosocial factors may also be influenced as a result of the
health education provided for women to self-manage their lymphedema (Greenhouse and
Slade, 2006; Radina, Armer, & Stewart, 2014; Ridner, Bonner, Deng, & Sinclair, 2012).
Occupational therapy practitioners are trained to help people develop habits and routines that
support self-management, adapt ADL, and provide support for the psychosocial factors that
may influence well-being. There is currently no standard of care or best practice for how to
successfully create interventions and treatment plans to address psychosocial factors as a result
of the health education provided for self-management of breast cancer related lymphedema.
This short course will help the learner define breast cancer related lymphedema and the
necessary treatment to manage the physical aspects of the condition. This short course will
discuss the current literature relating to self-management of lymphedema and psychosocial
considerations. The course will also provide examples of methods to support psychosocial
factors for self-management of chronic illnesses, like breast cancer related lymphedema.
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Evaluation Method
To evaluate the effectiveness of this short course, I will follow AOTA’s peer reviewed
process. Typically, AOTA has a peer review process before acceptance with standard forms. I
will review the critiques and comments of my presentation from my peers. Following my
review, I will make necessary corrections in order to be accepted for the conference.
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Appendix C.1. Slide Presentation Handout
4/26/20

Living with Breast Cancer Related
Lymphedema: How Does SelfManagement Affect Quality of Life?
A P re s e n ta tio n b y E ric a N . Jo n e s , M S , O T R /L , C LT

1

Objectives
◦ Define lymphedema and the treatment of its physical
manifestations
◦ Summarize how breast cancer related lymphedema
affects the performance of ADLs and IADLs
◦ Define self-management of breast cancer related
lymphedema and how it could impact psychosocial
factors

2

Objectives (continued)
◦ Describe the reported impact of self-management on
self-efficacy, identity, and relationships for women
with breast cancer-related lymphedema
◦ Explain ways in which approaches like telehealth,
mindfulness, and social support can be utilized for
addressing psychosocial factors affected by breast
cancer related lymphedema

3

1
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What is Lymphedema?

I m a g e re t rie v e d fro m ,
h t t p s : / / u p lo a d .w ik im e d ia .o r g / w ik ip e d ia / c o m m o n s / 2 / 2 1 / U p p e r _ lim b _ ly m p h e d e m a .jp g

4

Physical Symptoms of
Lymphedema
◦ Decreased range of
motion
◦ Decreased strength
◦ Enlarged girth
◦ Limb heaviness
◦ Skin tightening

Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013
I m a g e re t rie v e d fro m ,
h t t p s : / / s t o ra g e .n e e d p ix .c o m / rs y n c e d _ im a g e s / w e ig h t lift in g 1 8 7 2 3 7 7 _ 1 2 8 0 .p n g

5

Treatment for Lymphedema
◦Complete Decongestive Therapy (CDT)
◦4 components
◦Daily meticulous skin care
◦Manual lymphatic drainage
◦Compression (bandages or garments)
◦Remedial exercise
W e issle d e r & S c h u c h h a rd t, 2 0 0 8 ; Z u th e r & N o rto n , 2 0 13

6

2
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LYMPHEDEMA IS MORE THAN
A COLLECTION OF PHYSICAL
SYMPTOMS

7

THERE IS A PERSON BEHIND
THE ILLNESS

8

Listen to Kathy Bates
◦ https://www.youtube.com/watch?v=1uAVMPktCpM

9

3
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Anger and Frustration
◦ Incorporating into daily activities,
like shopping, housework, or fit of
clothes (Ridner, Bonner, Deng, &
Sinclair, 2012)

Image retrieved from,
https://cdn.pixabay.com/photo/2019/12/12/11/51/angry4690519_960_720.png

◦ Inconsistent information from health
care providers about selfmanagement (Greenslade & House,
2006; Radina, Armer, & Stewart,
2014; Ridner et al., 2012).
Image retrieved from, https://storage.needpix.com/rsynced_images/businessman150451_1280.png

10

Negative Body Image and SelfConcept
◦ Body image disturbance may affect some women (Greenhouse
& Slade, 2006; Ridner, et al., 2012; Taghian et al, 2014; Teo
et al., 2015).
◦ Self-esteem related to the motivation and development of
habit for self-management (Lindquist & Nyberg, 2018)
◦ Feelings of unattractiveness (Sneddon & Lewis, 2007; Taghian
et al, 2014)
◦ Perceived loss of one’s body (Sneddon & Lewis, 2007; Taghian
et al, 2014)

11

Roles and Responsibilities
Role of mother, caregiver, wife may be affected by the
required daily self-care (Radina, Armer, & Stewart, 2014;
Ridner et al., 2012)
Difficulty finding the time to negotiate daily responsibilities
(Radina, Armer, & Stewart, 2014)
Lack of independence; reliance on another person (Ridner et
al., 2012; Winch et al, 2015).

12

4
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Increased Perceived Burden of
Care
Increased perceived burden of care due to inconsistent
knowledge obtained or not relayed from healthcare
professionals (Ridner et al., 2012)

Daily attention, monitoring, and self-care may result in altered
self-esteem, self-efficacy, and lifestyle (Greenslade &House,
2006; Ridner et al., 2012; Sneddon & Lewis, 2007; Taghian et
al., 2014; Winch et al., 2015)

13

How Does an OT Help Women with
Lymphedema?
Treat the physical manifestations using CDT
Health education to help women master the art of
self-management
Incorporate strategies to address psychosocial factors

14

LET’S PUT IT INTO PERSPECTIVE!
◦ Anger
◦ Frustration
◦ Fear
◦ Negative self-concept and decreased self-esteem
◦ Poor body image
◦ Feelings of hopelessness
◦ Loss of independence and changing roles

15

5
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LET’S PUT IT INTO PERSPECTIVE!

Psychosocial
Factors

Image retrieved from,
https://upload.wikimedia.org/wikipedia/commons/9/94/CoE-NGOs-cycledecision-making.svg

16

Frustration
Anger
Poor body
image

Negative
selfconcept

Changing
roles

Fear
Hopelessness
Decreased
self-esteem

Loss of
independence

Image retrieved from, https://www.editorandpublisher.com/wpcontent/uploads/2019/04/shutterstock_1261399627_web.jpg

17

What Can An Occupational
Therapist Do?
The Occupational Therapy Practice Framework: Domain and
Process builds the foundation for intervention and treatment
(AOTA, 2014).
Analyze how chronic illness affects ADL/IADL function

Consider client factors, including values, beliefs, and mental
and physical body functions when designing treatment
intervention

18

6
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Types of Occupational Therapy
Interventions
◦From the The Occupational Therapy Practice
Framework: Domain and Process
◦ Occupations and activities
◦ Preparatory methods and tasks
◦ Education and training
◦ Advocacy
◦ Group intervention

19

Approaches to Occupational
Therapy Intervention
◦From the The Occupational Therapy Practice
Framework: Domain and Process
◦ Health promotion
◦ Remediation and restoration
◦ Maintenance
◦ Modification
◦ Prevention

20

Every OT Has A Toolbox!
◦Mindfulness
◦Telehealth
◦Social Support

Image retrieved from,
https://lh3.googleusercontent.com/proxy/VFttIL7XUj9XggMeMoU2lhm0AqUS0WHPfELBjyJHwzUDoQDkmTbgUmROjGbRPRvRO9i7fUoa0391n0zqJE8hTUfTrU65vjdFjDrqUup
ABKOHX-Qpb0mlw

21

7
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Meditation and Mindfulness
◦https://www.youtube.com/watch?v=Aw71zanwMnY

22

What is Mindfulness and
Meditation?
◦Mindfulness is described as…
◦ ”being in the present moment”
◦ “bringing awareness to the present moment”
◦ “present with clarity, wisdom and kindness”(Sockolov, 2018,
p. xii)

◦Meditation is defined as…
◦ ”anytime you are putting dedicated effort forth to be
mindful” (Sockolov, 2018, p. xii)

23

Benefits of Mindfulness and
Meditation
◦ Reduces stress and anxiety from a chronic illness (Bondonna, 2003)
◦ “liberating” and ”leads us to new ways of being in our skin” (KabatZinn, 1994, p. 8)
◦ Increased clarity and understanding of situations (Kabat-Zinn,
1994)
◦ Relives pain, decreases depression, increases mood, enhances selfesteem, and can improve clinical symptoms (Bonadonna, 2003)
◦ Improvements in body-image and contentment as a person
(Sockolov, 2018)

24

8
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What is ‘Teleheath?’
◦ Use of electronic
information
◦ Telehealth supports:
◦ long distance clinical health
care,
◦ health-related education
◦ health administration

◦ Examples of Telehealth
◦ Videoconferencing
◦ Internet
◦ Streaming media
◦ Wireless communications

(HealthIT, 2019)

25

Benefits of Telehealth
◦ Shown to increase selfefficacy and self-esteem
(Singleton, et al, 2019)
◦ Positive behavioral
modification (Redfern et al,
2014)
◦ Increases success of
implementing selfmanagement programs (ColeLewis & Kernshaw, 2010)
Image retrieved from,
https://cdn.pixabay.com/photo/2017/08/23/13/32/woman2672909_960_720.png

26

Community, Social, and Peer
Support
◦Support groups
◦Peer mentorship
◦Community
programs and
institutions

Image retrieved from, https://storage.needpix.com/rsynced_images/people3245760_1280.png

27

9
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Benefits of Social Supports
◦ Mutual connection who understands the situation
(Bennett, Russell, Atwal, Brown, & Schiller, 2018)
◦ Can assist with helping one with feelings of
normalcy (Bennett,et al., 2018)
◦ Improve well-being and self-efficacy (Toija,
Kettunen, Leidenius, Vainiola, & Roine, 2019)

28

Penelope: A Case Study for
Occupational Therapy

Image retrieved from, https://nefchronicles.files.wordpress.com/2015/02/penelope.jpg

29

Occupational Profile
◦ Breast cancer survivor in her
late 40s
◦ Married to a supportive
husband
◦ 2 grown sons
◦ Part time preschool teacher
◦ Sunday school teacher
◦ Attends mass weekly
◦ Enjoys gardening

Image retrieved from,
https://storage.needpix.com/rsynced_images/cancer-3231718_1280.jpg

30

10
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Initial Assessment
◦Objective Measures
◦ Decreased range of motion in left arm
◦ 3-/5 strength
◦ 5/10 analogue pain scale
◦ Increased girth and lymphatic volume
◦ Administration of FACT-G and Lymphedema Life
Impact Scale (LLIS)

31

Initial Assessment
◦Subjective Measures
◦ “I’m uncomfortable moving gardening supplies”
◦ “I can’t wear my favorite dresses”
◦ “My arm’s an eyesore”
◦ “I feel anxious with my husband”
◦ “I’m stressed at work”
◦ “I feel lonely”

32

Occupational Therapy
Interventions
◦Preparatory methods and tasks
◦Education
◦Occupations
◦Group intervention

33

11

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

120

4/26/20

Approaches to Intervention
◦Penelope received…
◦ Instruction with self-manual lymphatic drainage and
compression as preparatory methods
◦ Education about the psychological and social factors
associated with lymphedema
◦ Modification for clothing to accommodate for body image
dissatisfaction
◦ Coaching for mindfulness and mediation as a preparatory
task to reduce anxiety and stress

34

Approaches to Intervention
◦ Penelope received…
◦ Information about local community support groups and peer
mentorship as group interventions
◦ A home exercise program to restore range of motion in her left
arm
◦ Enrollment in a group telehealth program which included daily
inspirational text messages to promote mental health and wellbeing

35

Back to the Tools in the Box
Let’s specifically examine how mindfulness and
meditation, telehealth, and social supports
could be used to help Penelope.

36

12
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Mindfulness and Meditation: A
Preparatory Task for Health Promotion

37

Here’s What Penelope Did…
Activity

Outcome

◦ 5-minute breathing activity
in sitting (Sockolov, 2018)

◦ Increase in acceptance of
condition

◦ 10-minute body scan
(Sockolov, 2018)

◦ Less frequency of
depressive symptoms

38

Telehealth: A Group Intervention
for Creating Well-Being

39

13

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

122

4/26/20

Here’s How Telehealth Helped
Penelope
Tool
◦ Text message program sent
daily affirmations to
increase self-esteem and
self-efficacy (Singleton et
al, 2019)

Outcome

◦ Ability to group message
and communicate with
peers

◦ Less fear of unknown

◦ Score increase of 3 points
on LLIS
◦ Decreased anxiety of
intimacy with husband
◦ No longer refers to her arm
as an eyesore but a
‘condition’

40

Social Supports: How People
Establish Improved Quality of Life

41

Social Supports and Their Benefit
to Penelope
Approach

Outcomes

◦ Support group

◦ Reduced feelings of loneliness
and isolation (Tabrizi, Radfar,
& Taei, 2016)

◦ 1:1 peer mentorship
◦ Community programs

◦ Encouraged feelings of
normalcy (Bennett et al,
2018)
◦ Empowerment and increased
self-esteem (Chen & Li, 2009)

42

14
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Occupational Performance After
Services
Affected occupations

Client Factors

ADLs/IADLs

◦ Values

◦ Dressing

◦ Beliefs

◦ Bathing

◦ Body function: physical

◦ Intimate relations

◦ Body function: mental

◦ Social participation
◦ Health management
◦ Care for others

43

To Conclude
◦ Lymphedema influences both physical and psychosocial factors
◦ Lymphedema may cause ADL/IADL dysfunction resulting in
altered self-esteem, self-worth, self-efficacy, and quality of life
◦ Occupational therapists can address mental health and
psychosocial well-being in order to provide holistic care
◦ Occupational therapists can use a variety of tools to improve
psychosocial aspects of health with examples including
mindfulness and meditation, telehealth, and social support
◦ No standard of care exists for treating psychosocial factors
related to breast cancer related lymphedema

44
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Appendix C.2. Narrated Slide Presentation
Slide 1

Living with Breast Cancer Related
Lymphedema: How Does SelfManagement Affect Quality of Life?
A Presentation by Erica N. Jones, MS, OTR/L, CLT

Narration:
Good afternoon/evening. My name is Erica Jones. I am an occupational therapist and certified
lymphedema therapist. I work in the outpatient rehabilitation department at Anne Arundel
Medical Center in Annapolis Maryland, where at least 1/3 of my caseload consists of women
who have been diagnosed or who are at risk for developing breast cancer related lymphedema.
Women diagnosed with breast cancer may come to therapy with complaints of decreased
range of motion and pain, but they also express feelings of skepticism, fear, and hopelessness.
With my training as an OT and entering this specialized area of clinical care, I became interested
in how lymphedema may influence psychosocial factors. My goal for this presentation involves
providing knowledge about the psychosocial association about receiving health education for
the required daily self-management of lymphedema in breast cancer survivors. I want everyone
to understand how educating the client about the required daily self-care and implementing a
self-management program for breast cancer survivors with lymphedema may influence
psychosocial factors, including mental health and quality of life. By creating awareness and
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understanding this aspect of care, a more holistic approach to cancer treatment can be
achieved.
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Slide 2

Objectives
◦ Define lymphedema and the treatment of its physical
manifestations
◦ Summarize how breast cancer related lymphedema
affects the performance of ADLs and IADLs
◦ Define self-management of breast cancer related
lymphedema and how it could impact psychosocial
factors

Narration:
These are the objectives for this short course.
[Read each objective when presenting]
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Slide 3

Objectives (continued)
◦ Describe the reported impact of self-management on
self-efficacy, identity, and relationships for women
with breast cancer-related lymphedema
◦ Explain ways in which approaches like telehealth,
mindfulness, and social support can be utilized for
addressing psychosocial factors affected by breast
cancer related lymphedema

Narration:
These are the objectives for this short course.
[Read each objective when presenting]
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Slide 4

What is Lymphedema?

Image retrieved from,
https://upload.wikimedia.org/wikipedia/commons/2/21/Upper_limb_lymphedema.jpg

Narration:
First, let’s define lymphedema. Here you can see in the image women with various stages of
lymphedema. When the lymphatic system is improperly functioning, the result is lymphedema
which, simply stated is, chronic and persistent swelling. It can vary in severity with stage 1 being
the least severe and stage 4 being the most severe. When functioning normally, the lymphatic
system’s responsibility in the human body is the transportation of fluid from the interstitium, or
the space between the cells, to venous circulation, as well as transportation of proteins,
lymphocytes, bacteria, waste, viruses, and other defense cells back into circulation and
ultimately out of the body through micturition (Weissleder & Schuchhardt, 2008).
Lymphedema may be result of surgery and/or radiation therapy to treat breast cancer causing
destruction and malfunction to the lymphatic system (Zuther & Norton, 2013).
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Slide 5

Physical Symptoms of
Lymphedema
◦Decreased range of
motion
◦Decreased strength
◦Enlarged girth
◦Limb heaviness
◦Skin tightening
Image retrieved from,
https://storage.needpix.com/rsynced_images/weightlifting1872377_1280.png

Narration:
Lymphedema has a variety of physical symptoms. Weisseler & Schuchhardt (2008) as well as
Zuther & Norton (2013) describe multiple physical ways in which lymphatic dysfunction is seen.
These physical symptoms may include decreased range of motion and decreased strength,
possibly due to limb size and weight. Lymphedema also cause enlarged girth, or circumference
at various point in the affected extremity. Some people have subjective complaints of limb
heaviness or skin tightening without visible or palpable swelling.
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Slide 6

Treatment for Lymphedema
◦Complete Decongestive Therapy (CDT)
◦4 components
◦Daily meticulous skin care
◦Manual lymphatic drainage
◦Compression (bandages or garments)
◦Remedial exercise
Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013

Narration:
Treatment for lymphedema as a result of breast cancer treatment consists of complete
decongestive therapy (CDT). Zuther and Norton (2013) referred to CDT as the “gold standard”
for treatment of lymphedema. CDT includes daily meticulous skin care, manual lymphatic
drainage (either completed by the client or through use of a pneumatic compression pump),
compression (bandaging, garments, or a combination of both), and remedial exercise
(Weissleder & Schuchhardt, 2008; Zuther & Norton, 2013). If left untreated, it is possible that
the chronic condition of lymphedema can worsen and cause a number of physical limitations
described in the previous slide. Lymphedema may also influence psychosocial factors (Ridner et
al., 2012). Oftentimes, healthcare providers working with women living with breast cancer
related lymphedema will teach self-management which includes aspects of CDT. Lymphedema
requires a life-long commitment to the management of its physical and psychosocial symptoms.
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Slide 7

LYMPHEDEMA IS MORE THAN
A COLLECTION OF PHYSICAL
SYMPTOMS
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Slide 8

THERE IS A PERSON BEHIND
THE ILLNESS

Narration:
Behind the physical symptoms defined by Weisseler & Schuchhardt (2008) as well as Zuther &
Norton (2013) decreased range of motion, decreased strength, enlarged girth, limb heaviness,
skin tightening, there is a person. A person who lives with breast cancer related lymphedema is
faced with a lifetime of managing physical symptoms. And, those physical symptoms may have
a relationship or influence quality of life.
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Slide 9

Listen to Kathy Bates
◦ https://www.youtube.com/watch?v=1uAVMPktCpM

Narration:
Kathy Bates, a spokesperson for lymphatic disease, and a breast cancer survivor, tells us about
her struggles with lymphedema, what it feels like to live with this body, and the perceived
response from the medical community.
[Watch 5 min 13 second video]
Kathy described her feelings and quality of life relate to the condition. The next portion of this
presentation will review findings from the literature.
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Slide 10

Anger and Frustration
◦ Incorporating into daily activities,
like shopping, housework, or fit of
clothes (Ridner, Bonner, Deng, &
Sinclair, 2012)

Image retrieved from,
https://cdn.pixabay.com/photo/2019/12/12/11/51/angry4690519_960_720.png

◦ Inconsistent information from health
care providers about selfmanagement (Greenslade & House,
2006; Radina, Armer, & Stewart,
2014; Ridner et al., 2012).
Image retrieved from, https://storage.needpix.com/rsynced_images/businessman150451_1280.png

Narration:
The literature reviewed for this short course explored the thoughts and feelings of women
living and managing breast cancer related lymphedema includes physical impairments, such as
decreased range of motion, decreased strength, chronic skin changes, and enlarged/heavy limb
resulting in loss of function. Physical impairments may influence daily occupational
performance. Women described the challenges of incorporating the extremity with
lymphedema into daily activities like cleaning, shopping, housework, or fit of clothing because
of the weight and size of the limb (Ridner, Bonner, Deng, & Sinclair, 2012). Some women have
feelings of anger and frustration because of the inconsistent information presented to them
about managing lymphedema, and as the condition worsened, women lost upper extremity
function which may have affected their daily lives (Greenslade & House, 2006; Radina, Armer, &
Stewart, 2014; Ridner et al., 2012).
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Slide 11

Negative Body Image and SelfConcept
◦ Body image disturbance may affect some women (Greenhouse
& Slade, 2006; Ridner, et al., 2012; Taghian et al, 2014; Teo
et al., 2015).
◦ Self-esteem related to the motivation and development of
habit for self-management (Lindquist & Nyberg, 2018)
◦ Feelings of unattractiveness (Sneddon & Lewis, 2007; Taghian
et al, 2014)
◦ Perceived loss of one’s body (Sneddon & Lewis, 2007; Taghian
et al, 2014)

Narration:
Not only do the emotions of anger and frustration as a result of loss of function demonstrate
how psychosocial factors may be influenced, women with lymphedema related to breast cancer
may experience negative internal perceptions of self and body image disturbance due to their
edematous limb. Qualitative and quantitative research demonstrate how self and body image
disturbance may affect some women with breast cancer-related lymphedema (Greenhouse &
Slade, 2006; Ridner, et al., 2012; Taghian et al, 2014; Teo et al., 2015). Perception of self has
been found to be related to women’s motivation and development of habit for performing the
required self-care management of lymphedema (Lindquist & Nyberg, 2018). Self and body
image disturbance may also contribute to feelings of unattractiveness and loss of control of
one’s own body (Sneddon & Lewis, 2007; Taghian et al, 2014).
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Slide 12

Roles and Responsibilities
Role of mother, caregiver, wife may be affected by the
required daily self-care (Radina, Armer, & Stewart, 2014;
Ridner et al., 2012)
Difficulty finding the time to negotiate daily responsibilities
(Radina, Armer, & Stewart, 2014)
Lack of independence; reliance on another person (Ridner et
al., 2012; Winch et al, 2015).

Narration:
Roles and responsibilities are client factors that may be associated with psychosocial factors
with women who have breast cancer related lymphedema. Many women who are living with
breast cancer-related lymphedema are mothers to children of varying ages or caregivers to
elderly parents. Studies have shown that some women in the role of caregiver, whether to a
child or parent, struggle with the daily management of secondary lymphedema (Radina, Armer,
& Stewart, 2014; Ridner et al., 2012). Some women report that they have trouble finding the
time or negotiating various daily responsibilities in order to perform the daily required selfmanagement tasks related to lymphedema (Radina, Armer, & Stewart, 2014). For example, a
woman may have to spend 30 minutes completing her self-management routine taught to her
by her therapist, rather than read a story at bedtime to her child. Some women receive
restrictions with the amount of weight they can lift with their edematous limb, thus influencing
their ability to hold and care for their children, an aspect of caregiving, creating negative
perceptions of self and self-worth (Ridner, et al, 2012).
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Changes in the role of wife may also be associated with breast cancer related lymphedema.
Ridner et al. (2012) provided the example from their qualitative study about how one woman
described the impact of her self-management program as, “‘So much of my time and my
husband’s time is now taken up by appointments, exercise, bandaging, and washing bandages.
It’s time I can’t get back, and time is so very precious once you have been through cancer’” (p.
E22). Winch et al. (2015) discussed other women who report that some of the aspects of selfmanagement, such as compression garment wear, negatively impact intimate relations and
sexual spontaneity.
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Slide 13

Increased Perceived Burden of
Care
Increased perceived burden of care due to inconsistent
knowledge obtained or not relayed from healthcare
professionals (Ridner et al., 2012)

Daily attention, monitoring, and self-care may result in altered
self-esteem, self-efficacy, and lifestyle (Greenslade &House,
2006; Ridner et al., 2012; Sneddon & Lewis, 2007; Taghian et
al., 2014; Winch et al., 2015)

Narration:
Women may have an increased perceived burden of care meaning that their perception of how
much daily attention and time is required to self-manage this condition is greater than reality.
Rider et al. (2012) gave examples of how many women diagnosed with breast-cancer related
lymphedema demonstrate an increased perceived burden of care due to inconsistent
knowledge obtained or not relayed from healthcare professionals This burden of care requiring
daily attention, monitoring, and self-care may result in altered self-esteem, self-efficacy, and
lifestyle (Greenslade & House, 2006; Ridner et al, 2012; Sneddon & Lewis, 2007; Taghian et al.,
2014; Winch et al., 2015). The altered self-esteem, self-efficacy, and lifestyle may be associated
with performance with ADL and IADL.
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How Does an OT Help Women with
Lymphedema?
Treat the physical manifestations using CDT
Health education to help women master the art of
self-management
Incorporate strategies to address psychosocial factors

Narration:
First, an occupational therapy professional can treat the physical manifestation of lymphedema
using CDT.
An occupational therapy professional can treat the physical manifestations of lymphedema by
providing health education to help women master the self-management strategies of wrapping
the edematous limb, daily meticulous skin care, completing self-massage, and performing
remedial exercise.
Once those skills of self-management are achieved, women living with this chronic condition
are still left with the psychosocial impact of coping with the daily management of the involved
arm while attempting to live meaningful lives. The psychosocial impact could be mental health
problems, poor body image, reduced self-efficacy, weakened intimate relationships, and poor
quality of life. These psychosocial problems coupled with the physical symptoms of
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lymphedema may affect daily occupational performance and participation in daily lives, as
noted in examples provided.
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LET’S PUT IT INTO PERSPECTIVE!
◦ Anger
◦ Frustration
◦ Fear
◦ Negative self-concept and decreased self-esteem
◦ Poor body image
◦ Feelings of hopelessness
◦ Loss of independence and changing roles

Narration:
The results of health education may influence psychosocial factors. Right now, few occupational
therapists who specialize in lymphedema management address psychosocial factors along with
the physical manifestations. This lack of addressing psychosocial components can and should be
addressed by occupational therapists given their holistic training.
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LET’S PUT IT INTO PERSPECTIVE!

Psychosocial
Factors

Image retrieved from,
https://upload.wikimedia.org/wikipedia/commons/9/94/CoE-NGOs-cycledecision-making.svg

Narration:
In the diagram above, it seems that if left unmanaged, the psychosocial factors can be cyclical.
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Frustration
Anger
Poor body
image

Negative
selfconcept

Changing
roles

Fear
Hopelessness
Decreased
self-esteem

Loss of
independence

Image retrieved from, https://www.editorandpublisher.com/wpcontent/uploads/2019/04/shutterstock_1261399627_web.jpg

Narration:
Here is another visualization. Rather than a circle, psychosocial factors can be tangled in a web
and intertwine with one another. All of these factors are associated with quality of life, and an
occupational therapy practitioner can work with women to improve quality of life by providing
strategies as part of health education they give to self-manage lymphedema.
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What Can An Occupational
Therapist Do?
The Occupational Therapy Practice Framework: Domain and
Process builds the foundation for intervention and treatment
(AOTA, 2014).
Analyze how chronic illness affects ADL/IADL function

Consider client factors, including values, beliefs, and mental
and physical body functions when designing treatment
intervention

Narration:
What can an occupational therapy provider do?
Occupational therapy professionals can use the foundation of our profession to build a
comprehensive treatment. The Occupational Therapy Practice Framework is the skeleton. Now,
add the muscles of treating the physical problem with CDT. Finally, add the organs to create a
whole person or the holistic treatment by incorporating psychosocial factors.
An occupational therapy practitioner must analyze how chronic illness, which lymphedema is
considered, affects ADL and IADL function. But, more importantly, what makes us unique is how
we incorporate client factors, like mental function, physical function, values and beliefs.
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Types of Occupational Therapy
Interventions
◦From the The Occupational Therapy Practice
Framework: Domain and Process
◦ Occupations and activities
◦ Preparatory methods and tasks
◦ Education and training
◦ Advocacy
◦ Group intervention

Narration:
The Occupational Therapy Practice Framework: Domain and Process described several
intervention types. These interventions are described in detail in table 6 (AOTA, 2014).
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Approaches to Occupational
Therapy Intervention
◦From the The Occupational Therapy Practice
Framework: Domain and Process
◦ Health promotion
◦ Remediation and restoration
◦ Maintenance
◦ Modification
◦ Prevention

Narration:
The occupational therapist chose several intervention approaches for a plan of care. The
Occupational Therapy Practice Framework: Domain and Process described several intervention
approaches. These interventions are described in detail in table 8. To briefly review:
Health promotion: “An intervention approach that does not assume a disability is present or
that any aspect would interfere with performance” (AOTA, 2014, p. S33).
Remediation and restoration: Intervention “approach designed to change client variables to
establish a skill or ability that has not yet developed or to restore a skill or ability that has been
impaired” (AOTA, 2014, p. S33)
Maintenance: An intervention approach that is used “to preserve the performance capabilities
they have regained, that continue to meet their occupational needs, or both” (AOTA, 2014, p.
S33)

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

148

Modification: finding ways to revise or change current activities and tasks (AOTA, 2014).
Prevention: An approach that is “designed to prevent the occurrence or evolution of barriers to
performance in context” (AOTA, 2014, p. S33)
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Every OT Has A Toolbox!
◦Mindfulness
◦Telehealth
◦Social Support

Image retrieved from,
https://lh3.googleusercontent.com/proxy/VFttIL7XUj9XggMeMoU2lhm0AqUS0WHPfELBjyJHwzUDoQDkmTbgUmROjGbRPRvRO9i7fUoa0391n0zqJE8hTUfTrU65vjdFjDrqUup
ABKOHX-Qpb0mlw

Narration:
Occupational therapists are equipped with many tools, or in the language of the practice
framework, the approach to intervention, to help support their clients. Through the research
completed for this project, there appears to be no standard of care for managing the
psychosocial symptoms that may be associated with breast cancer related lymphedema. Some
interventions that have been used with other populations of people living with chronic diseases
and explain how they may be useful for women living with breast cancer related lymphedema.
The next few slides will discuss mindfulness, telehealth, and social supports as the intervention
for the approach utilized to promote health education and self-management in order to achieve
a more holistic approach to care that includes addressing psychosocial factors.
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Meditation and Mindfulness
◦https://www.youtube.com/watch?v=Aw71zanwMnY

Narration:
[Watch video].
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What is Mindfulness and
Meditation?
◦Mindfulness is described as…
◦ ”being in the present moment”
◦ “bringing awareness to the present moment”
◦ “present with clarity, wisdom and kindness”(Sockolov, 2018,
p. xii)

◦Meditation is defined as…
◦ ”anytime you are putting dedicated effort forth to be
mindful” (Sockolov, 2018, p. xii)

Narration:
Mindfulness and meditation are activities that can change our brain chemistry and our
physiological functions.
Sockolov (2018), described mindfulness as “being in the present moment”, “bringing awareness
to the present moment” and “present with clarity, wisdom and kindness” (p. xii)
Sockolov (2018) defined meditation as an action. He stated that meditation can be defined as
“anytime you are putting dedicated effort forth to be mindful” (p. xii)
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Benefits of Mindfulness and
Meditation
◦ Reduces stress and anxiety from a chronic illness (Bondonna, 2003)
◦ “liberating” and ”leads us to new ways of being in our skin” (KabatZinn, 1994, p. 8)
◦ Increased clarity and understanding of situations (Kabat-Zinn,
1994)
◦ Relives pain, decreases depression, increases mood, enhances selfesteem, and can improve clinical symptoms (Bonadonna, 2003)
◦ Improvements in body-image and contentment as a person
(Sockolov, 2018)

Narration:
As we have seen throughout this presentation, living with a chronic condition oftentimes rouses
people’s emotions. It may influence psychosocial factors.
Bondonna (2003) discussed the benefits of meditation including how it can reduce stress and
anxiety from a chronic illness, as well as relieving pain, decrease depression, increase mood,
enhance self-esteem, and improve self-esteem.
John Kabat-Zinn (1994) described how meditation can increase mental clarity and
understanding of situations as well as achieve of state of liberation and a new way to be ‘okay
with being in our own skin.’
Sockolov (2018) delineated how mindfulness and mediation can show improvements in body
image and contentment as a person.
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Do all of these benefits seem to address the psychosocial factors associated with breast cancer
related lymphedema? As previously discussed, some of the psychosocial factors impacted by
breast cancer related lymphedema are: anxiety, fear, depression, decreased body image. These
sources are showing how mindfulness and meditation can help those feelings.
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What is ‘Teleheath?’
◦ Use of electronic
information
◦ Telehealth supports:
◦ long distance clinical health
care,
◦ health-related education
◦ health administration

◦ Examples of Telehealth
◦ Videoconferencing
◦ Internet
◦ Streaming media
◦ Wireless communications

(HealthIT, 2019)

Narration:
HealthIT (2019) defined telehealth as: “the use of electronic information and
telecommunications technologies to support long-distance clinical health care, patient and
professional health-related education, public health and health administration. Technologies
include videoconferencing, the internet, store-and-forward imaging, streaming media, and
terrestrial and wireless communications” and telehealth has a broad way in which it can be
practiced where providers “refer to remote non-clinical services, such as provider training,
administrative meetings, and continuing medical education, in addition to clinical services”
(HeathIT, 2019, para. 1-2).
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Benefits of Telehealth
◦ Shown to increase selfefficacy and self-esteem
(Singleton, et al, 2019)
◦ Positive behavioral
modification (Redfern et al,
2014)
◦ Increases success of
implementing selfmanagement programs (ColeLewis & Kernshaw, 2010)
Image retrieved from,
https://cdn.pixabay.com/photo/2017/08/23/13/32/woman2672909_960_720.png

Narration:
Just like mindfulness and meditation, telehealth has benefits for the recipient of occupational
therapy services. In serval studies benefits of telehealth were discussed.
Singleton et al. in 2019, shared that women have difficulty with self-management and selfesteem following hospitalization for breast cancer treatment. Their proposed study suggested
that a text message support program improves self-efficacy and physical/mental health
(Singleton, et al., 2019).
Redfern et al. (2019), a study that looked at the chronic illness of cardiovascular disease. Their
study reviewed how a text messaging program works towards behavioral modification with
regard to nutrition, smoking cessation, general risk factors, and physical exercise to reduce the
risk of recurrent cardiovascular events for men and women who have sustained a
cardiovascular event. Behavioral modification may promote success with self-management and
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success with self-management (or any task) increased self-efficacy according to Cole-Lewis &
Kernshaw in 2010.
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Community, Social, and Peer
Support
◦Support groups
◦Peer mentorship
◦Community
programs and
institutions

Image retrieved from, https://storage.needpix.com/rsynced_images/people3245760_1280.png

Narration:
Another way in which occupational therapy professionals can promote positive psychosocial
functioning is through knowing and understanding their own community institutions, support
groups, and mentorship programs at local hospitals and clinics.
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Benefits of Social Supports
◦ Mutual connection who understands the situation
(Bennett, Russell, Atwal, Brown, & Schiller, 2018)
◦ Can assist with helping one with feelings of
normalcy (Bennett,et al., 2018)
◦ Improve well-being and self-efficacy (Toija,
Kettunen, Leidenius, Vainiola, & Roine, 2019)

Narration:
Here are some of the benefits of social support systems. Looking into the world of chronic
illnesses as a whole, here are some examples of how social supports help psychosocial factors.
Each of the benefits addresses psychosocial factors many of which are the ones found in the
population of women self-managing breast cancer related lymphedema.
Bennett, Russell, Atwal, Brown, and Schiller (2018) looked at patient receiving dialysis. They
found that people receiving dialysis working with another person receiving dialysis created a
mutual connection—someone who has empathy towards their situation. Bennett, et al. (2018)
also discussed how having peer support assisted with feelings of normalcy.
Toija, Kettunen, Leidenius, Vaniola, and Roine (2019) completed an RCT in Finland looking at
women who were diagnosed with breast cancer. Toija, et al. (2019) hypothesized how peer
support may improve well-being and self-efficacy. Their results showed that after 3 months
there were minimal increases in Health Related Quality of Life. They received positive results,
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but major limitations in their study occurred. Despite the struggles with this particular study, it
showed that peer support may benefit women living with breast cancer related lymphedema
who received health education about self-management and are implementing those strategies.
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Penelope: A Case Study for
Occupational Therapy

Image retrieved from, https://nefchronicles.files.wordpress.com/2015/02/penelope.jpg

Narration:
Now that we have discussed a few examples of tools an occupational therapist can use for
addressing psychosocial factors affected by health education for self-managing lymphedema,
let’s look at a case study and put it into practice.
Penelope will be our case study. This woman is a pictorial representation of Penelope, the
female protagonist the The Odyssey. She was the wife of King Odysseus who went off to fight in
the Trojan War. He was gone for 20 years. Penelope was left behind, to function independently.
She was tempted by many other men, but she remained faithful to herself and to her marriage.
Occupational therapy professionals need to recognize that the multi-dimensional condition of
breast cancer related lymphedema is similar to Penelope’s situation. The psychosocial factors,
like decreased self-esteem, decreased self-efficacy, mental functions, like anger, frustration,
and perception of self, can be the sirens or the person covered by the shroud tempting women,
much like they tempted Penelope, to give up. To be in a world of dysfunction with no tools in
place to self-manage those aspects of their lives affected by this chronic condition. We, as
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occupational therapy professionals, need to empower women and give them tools so they have
the strength and capabilities to self-manage the psychosocial aspect of their condition. We
need to encourage women to be like Queen Penelope: strong, independent, and true to
themselves.
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Occupational Profile
◦ Breast cancer survivor in her
late 40s
◦ Married to a supportive
husband
◦ 2 grown sons
◦ Part time preschool teacher
◦ Sunday school teacher
◦ Attends mass weekly
◦ Enjoys gardening

Image retrieved from,
https://storage.needpix.com/rsynced_images/cancer-3231718_1280.jpg

Narration:
Penelope’s story is based on common things that I see in the clinic on a daily basis. Penelope is
a breast cancer survivor in her late 40s. She underwent a bilateral total mastectomy with
immediate reconstruction, as well as an axillary node dissection with removal of 19 lymph
nodes from the left upper extremity. She received adjuvant chemotherapy and 35 radiation
treatments to her left breast and axilla. This is a pretty significant course of treatment, and one
that I see often in the clinic. She is married to her supportive husband who travels often for
work. Penelope has two grown sons. One son lives near her and visits weekly; her other son
lives across the country but calls and texts her frequently. Penelope’s personal interests and
values include attending church each week, spending quality time with her family, working as a
part time preschool and Sunday school teacher. She also enjoys tending to her garden. She has
a good social support of friends through work, church, and community organizations.
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Initial Assessment
◦Objective Measures
◦ Decreased range of motion in left arm
◦ 3-/5 strength
◦ 5/10 analogue pain scale
◦ Increased girth and lymphatic volume
◦ Administration of FACT-G and Lymphedema Life
Impact Scale (LLIS)

Narration:
Penelope’s occupational therapy evaluation consisted of baseline measurements of her physical
symptoms in the left arm. The results of this assessment showed decreased shoulder flexion
and abduction, lacking approximately 20 degrees from normal with each movement. She had
visible, palpable swelling in her left arm starting at the wrist and present through her arm. Her
total girth and lymphatic volume was 40% greater than her right. Penelope completed clinical
assessments in order for the occupational therapist to gain an understanding of how this
condition influenced psychosocial status. Administration of the Functional Assessment of
Cancer Therapy-General (FACT -G) revealed that she was having difficulty with accepting her
illness, had reduced feelings of closeness to her spouse, and often felt nervous (FACIT.org,
2020). Results of the Lymphedema Life Impact Scale (LLIS) demonstrated she had feelings of
dissatisfaction with her body and that lymphedema often “gets her down” (Weis & Daniel,
2018).
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Initial Assessment
◦Subjective Measures
◦ “I’m uncomfortable moving gardening supplies”
◦ “I can’t wear my favorite dresses”
◦ “My arm’s an eyesore”
◦ “I feel anxious with my husband”
◦ “I’m stressed at work”
◦ “I feel lonely”

Narration:
Penelope presented to occupational therapy with subjective complaints of pain, numbness,
decreased range of motion in her left arm, and visible, palpable swelling. Penelope reported
that the physical symptoms were creating barriers to her participation in activities of daily living
(ADL) and instrumental activities of daily living (IADL), like dressing for church and heavy lifting
during gardening.
Penelope reported body image dissatisfaction by referring to her left arm as an
eyesore. Penelope stated she felt self-conscious at church and didn’t feel like she could wear
her sleeveless dresses. Penelope also had doubts as her role of wife and partner. Penelope
shared that the nighttime compression garment made her feel ugly and that it difficult to
remove in order to participate in the romantic aspects of her relationship. She felt that her
husband wouldn’t see her, just the compression garments. She reported that her arm ached
and seemed more swollen after moving around bags of dirt and digging holes to place new
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plants. While working in preschools, Penelope became stressed and anxious when parents
asked if she was fit for the job or if she had a condition the children could catch.
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Occupational Therapy
Interventions
◦Preparatory methods and tasks
◦Education
◦Occupations
◦Group intervention

Narration:
While addressing the physical impairments was an important aspect of Penelope’s care, the
occupational therapist considered the influence of psychosocial factors to ensure more
comprehensive clinical care. The therapist utilized the OT Practice Framework Tables 6 and 8
(AOTA, 2014). Using Table 6, the therapist decided on the interventions of: preparatory
methods and tasks, education, occupations, and group interventions.
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Approaches to Intervention
◦Penelope received…
◦ Instruction with self-manual lymphatic drainage and
compression as preparatory methods
◦ Education about the psychological and social factors
associated with lymphedema
◦ Modification for clothing to accommodate for body image
dissatisfaction
◦ Coaching for mindfulness and mediation as a preparatory
task to reduce anxiety and stress

Narration:
Penelope worked with occupational therapy to address her physical symptoms and to reduce
the risk of worsening of condition. Penelope’s left arm reduced to nearly the same size as the
right with CDT, and she received custom daytime and nighttime compression garments for selfmanagement.
But the occupational therapist working with Penelope, provided more comprehensive care than
what most occupational therapists working with this population do. She addressed the
psychosocial symptoms accompanied by the condition: body image dissatisfaction,
psychological and social factors, like anxiety, depression, fear, changing of relationships.
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Approaches to Intervention
◦ Penelope received…
◦ Information about local community support groups and peer
mentorship as group interventions
◦ A home exercise program to restore range of motion in her left
arm
◦ Enrollment in a group telehealth program which included daily
inspirational text messages to promote mental health and wellbeing

Narration:
The therapist continues to use intervention approaches as outlined in the practice framework.
The therapist continues to help Penelope find further social supports, which have been shown
in the literature to provide sensations of feeling normal and providing a person with a share
experience (Bennett, et al., 2018) as well as helping to increase self-efficacy and self-esteem
similar to a study completed by Toija et al. (2019). The therapist has intertwined the physical
symptoms and created a home exercise program for restoration. The therapist is also helping
Penelope increase well-being and self-efficacy through the use of telehealth.
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Back to the Tools in the Box
Let’s specifically examine how mindfulness and
meditation, telehealth, and social supports
could be used to help Penelope.

Narration:
Penelope is a case example of a typical client that receives occupational therapy for breast
cancer related lymphedema. The occupational therapist provided holistic, comprehensive care
with the interventions and approaches.
The next few slides will outline how meditation, telehealth, and social supports could be used
to help Penelope.
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Mindfulness and Meditation: A
Preparatory Task for Health Promotion

Narration:
[Read title of slide]. The next few slides will show how mindfulness and meditation promoted
Penelope’s well-being and quality of life.
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Here’s What Penelope Did…
Activity

Outcome

◦ 5-minute breathing activity
in sitting (Sockolov, 2018)

◦ Increase in acceptance of
condition

◦ 10-minute body scan
(Sockolov, 2018)

◦ Less frequency of
depressive symptoms

Narration:
Penelope worked with occupational therapy on mindfulness as an intervention to help her cope
with the anxiety, fear, and frustration with re-defining roles as congregation member, teacher,
and wife. She completed a daily morning 5-minute breathing activity in sitting with her eyes
closed, and with each breath bringing awareness to her abdomen, chest, and nostrils (Sockolov,
2018). In the evenings, Penelope completed a 10-minute body scan starting at the crown her of
head and working towards her feet (Sockolov, 2018).
The outcomes of these activities result in improvements in psychosocial well-being and health.
Penelope demonstrated increased acceptance of her condition. Her score on the FACT-G went
from ‘somewhat’ to ‘very much (Facit.org, 2020). Penelope’s mental health appeared to
improve. Her reports of lymphedema ‘getting her down’ reduced from constantly to
minimal/less constant on the LLIS (Weis & Daniel, 2018). Penelope reported functional
improvements of less stress about her responsibilities at work and reduced anxiety about her
relationship with her husband.

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS
Slide 39

Telehealth: A Group Intervention
for Creating Well-Being

Narration:
[Read title of slide]. The next few slides will outline how telehealth benefitted Penelope.
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Here’s How Telehealth Helped
Penelope
Tool

Outcome

◦ Text message program sent
daily affirmations to
increase self-esteem and
self-efficacy (Singleton et
al, 2019)

◦ Score increase of 3 points
on LLIS

◦ Ability to group message
and communicate with
peers

◦ Less fear of unknown

◦ Decreased anxiety of
intimacy with husband
◦ No longer refers to her arm
as an eyesore but a
‘condition’

Narration:
Here is a scenario of how telehealth, another one of the interventions discussed, could help to
address psychosocial factors related to the health education and training people to self-manage
lymphedema resulting in a benefit for Penelope.
Penelope continued to work with occupational therapy using telehealth as an intervention to
help her cope with the anxiety, fear, and frustration with re-defining roles as congregation
member, teacher, and wife. The occupational therapist enrolled Penelope in a text message
program that lasted 6 weeks. This program sent daily positive affirmation about living. It
included phrases we probably all hear today. One example of a positive affirmation sent was
the famous quotation by Mark Twain: “Sing like no one’s listening, dance like no one’s
watching, love like you’ve never been hurt, and live like it’s heaven on Earth.” This fictious text
message system is similar to the study by Singleton et al. (2019) and in that study self-esteem
and self-efficacy improved. Penelope’s outcomes were positive. Her score on the LLIS,
particularly the question about feeling down improved by 3 points. She had subjective reports
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of decreased anxiety about intimacy with her husband. She spent less days per week in fear
about her condition worsening. She no longer refers to her arm as an ‘eye sore’ but a condition
she has as a result of her cancer treatment. Penelope also had increased confidence that she
has appropriate and accurate information to self-manage edema
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Social Supports: How People
Establish Improved Quality of Life

Narration:
[Read title of slide]. Penelope established social support. The next few slides will outline how
social supports enhanced quality of life.
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Social Supports and Their Benefit
to Penelope
Approach

Outcomes

◦ Support group

◦ Reduced feelings of loneliness
and isolation (Tabrizi, Radfar,
& Taei, 2016)

◦ 1:1 peer mentorship
◦ Community programs

◦ Encouraged feelings of
normalcy (Bennett et al,
2018)
◦ Empowerment and increased
self-esteem (Chen & Li, 2009)

Narration:
This slide outlines social supports, another one of the interventions discussed, could help to
address psychosocial factors related to the health education and training people to self-manage
lymphedema resulting in a benefit for Penelope.
Penelope continued to work with occupational therapy using social supports as an intervention
to help her cope with the anxiety, fear, and frustration with re-defining roles as congregation
member, teacher, and wife. The occupational therapist recommended Penelope participate in a
monthly support group, a peer mentorship program, and explore community institutions or
programs to meet other cancer survivors who may or may not have breast cancer related
lymphedema. Penelope’s monthly support group discussed lots of different issues related to
breast cancer and breast cancer related lymphedema. Penelope’s results from participation in
the support group were similar to the findings found in the study by Tabrizi, Radfar, and Taei
(2016); Penelope reported reduced feelings of loneliness, isolation and increase in hope.
Penelope’s peer mentorship program allowed her to connect with people on a more individual
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basis. She was able to develop more personal relationships in the peer mentorship program.
Compared to the results of the study by Bennet et al (2018), she has similar feelings found by
participants in that study. She felt more ‘normal’ being able to ask questions to another woman
with the same condition who assured her that, ‘yes it is normal to feel like your arm is an
eyesore in the beginning. But, you get used to it.’ Penelope’s participation in support groups
and peer mentorship made her feel empowered. She had reports of increased self-esteem,
consistent with the findings of effectiveness of support groups by Chen and Li (2009).
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Occupational Performance After
Services
Affected occupations

Client Factors

ADLs/IADLs

◦ Values

◦ Dressing

◦ Beliefs

◦ Bathing

◦ Body function: physical

◦ Intimate relations

◦ Body function: mental

◦ Social participation
◦ Health management
◦ Care for others

Narration:
Several different scenarios about the interventions to help Penelope with her psychosocial wellbeing. Each of these areas: ADL, like bathing/skin care, dressing, intimate relations; IADL, such
as social participation, health management, and care for others; client factors including values,
beliefs, physical/mental body functions are all enveloped in a plan of care developed by an
occupational therapist. If Penelope were a real person being treated by an occupational
therapist, and she received any one of the three interventions of mindfulness/meditation,
telehealth, or social supports, we have provided her with a service that is not being regularly
put into practice. An area of need has been identified and occupational therapists are a perfect
match to help meet this need.
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Slide 44

To Conclude
◦ Lymphedema influences both physical and psychosocial factors
◦ Lymphedema may cause ADL/IADL dysfunction resulting in
altered self-esteem, self-worth, self-efficacy, and quality of life
◦ Occupational therapists can address mental health and
psychosocial well-being in order to provide holistic care
◦ Occupational therapists can use a variety of tools to improve
psychosocial aspects of health with examples including
mindfulness and meditation, telehealth, and social support
◦ No standard of care exists for treating psychosocial factors
related to breast cancer related lymphedema

Narration:
To conclude:
Breast cancer related lymphedema influences both physical and psychosocial factors. We have
reviewed the physical symptoms that may happen, including: decreased range of motion and
decreased strength, possibly due to limb size and weight. Lymphedema also cause enlarged
girth, or circumference at various point in the affected extremity, subjective complaints of limb
heaviness or skin tightening without visible or palpable swelling. (Weisseler & Schuchhardt,
2008; Zuther & Norton, 2013). We have also discussed the psychosocial factors associated with
this chronic condition such as decreased self-esteem, decreased self-efficacy, negative
emotions, like anger and frustration, negative self-concept, and body image.
Occupational therapists can incorporate goals into their plans of care to address mental health
and psychosocial well-being in order to provide holistic care. I have discussed 3 interventions to
aid in how psychosocial factors influence health education therapists provide to their clients:
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mindfulness/meditation, telehealth, and social supports. These interventions are appropriate to
use for our clients if they are available.
Remember, no standard of care exists as of right now for to address psychosocial factors
associated with self-management for women living with breast cancer related lymphedema.
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Appendix C.4. Survey To Be Completed Following Short Course
1. The instructor presented material in an organized, well planned manner.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
2. The instructor demonstrates a genuine interest in student learning.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
3. The instructor is well prepared and shows enthusiasm for subject manner.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
4. The content of this course was relevant to occupational therapy clinical practice.
a. strongly agree
b. agree
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c. neither agree nor disagree
d. disagree
e. strongly disagree
5. The course content met the outlined objectives.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
6. The course content met my expectations
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
7. The instructor provided relevant information or referred me to sources when answering my
questions.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
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8. Overall, the instructor facilitated my learning.
a. strongly agree
b. agree
c. neither agree nor disagree
d. disagree
e. strongly disagree
9. How likely are you to recommend this course to a friend or colleague?
a. very likely
b. likely
c. neither likely nor unlikely
d. unlikely
e. very unlikely
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Chapter 5: Evaluation Outcomes and Analysis Evaluation Outcomes
This chapter includes evaluation outcomes and an analysis of evaluation outcomes for
each knowledge translation project. The Knowledge Translation Planning Template (Barwick,
2008, 2013, 2019) was used to evaluate the three knowledge translation projects and
summarize the knowledge users, main messages, knowledge translation goals, knowledge
translation strategies, and knowledge translation evaluation.
Knowledge Translation Project #1: A New Quality of Life: Living with Breast Cancer Related
Lymphedema
Knowledge Users
The knowledge users for this knowledge translation project were occupational therapy
practitioners in the state of Maryland. The knowledge translation project was designed for both
occupational therapists and occupational therapy assistants.
Main Messages
There were many messages that knowledge users could have taken away from this
poster presentation. The three main messages, which include the single most important thing
and the bottom-line actionable message, were as follows that my intended audience were as
follows:
•

The self-management of breast cancer related lymphedema may have an influence on
self-efficacy, identity, and relationships for women with breast cancer-related
lymphedema

•

Breast cancer related lymphedema may influence the performance of ADL and IADL
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Occupational therapy practitioners have the opportunity to empower women with a
self-management program that supports the psychosocial association of breast cancer
related lymphedema

Knowledge Translation Goals
The goals of this knowledge translation project were targeted towards occupational
therapists and occupational therapy assistants. The poster presentation had no differentiation
of the knowledge translation goals for occupational therapists versus occupational therapy
assistants. The knowledge translation goals were as follows:
•

Generate awareness that the self-management of breast cancer related lymphedema
may influence psychosocial factors, like mental health, quality of life, self-esteem, and
self-efficacy

•

Impart knowledge that self-management of breast cancer related lymphedema may be
associated with occupational performance and functional performance of ADL and IADL

•

Produce interest in creating treatment plans for recipients of occupational therapy that
support psychosocial impact of breast cancer related lymphedema

Knowledge Translation Strategies
The knowledge translation strategy used for this project was completed as a poster
presentation for the annual Maryland Occupational Therapy Association (MOTA) conference.
This knowledge translation project was a single strategy approach towards dissemination of the
information discovered. I created a poster that discussed the review of the literature and
suggestions that occupational therapy professionals have an opportunity to address
psychosocial factors and should begin to create treatment plans to support it.
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Knowledge Translation Evaluation
Evaluation of this knowledge translation project was challenging. From the conference’s
perspective, there was no standardized post-survey for participants to write comments or
results. The way in which I evaluated this knowledge translation’s success was by how many
people read the poster and how many of them commented or asked questions about clinical
practice. From a conference of about 200 participants, there were approximately 30-40 people
who read and participated in clinical discussion of my poster.
The intent of the poster was to educate the occupational therapy practitioners in the
state of Maryland about the psychosocial factors of breast cancer related lymphedema. The
goal was to generate awareness that occupational therapy professionals have an opportunity to
create treatment plans to support this need. Many people left this poster presentation by
stating, “oh yeah” implying that occupational therapy professionals do address those factors or
others said, “that’s a good idea!” From my perspective, it seems that people gained awareness
of the condition and that the goals of the knowledge translation project were met.
Knowledge Translation Project #2: Addressing Psychosocial Factors for Women Living with
Breast Cancer Related Lymphedema
Knowledge Users
The knowledge users for this knowledge translation project are occupational therapy
practitioners who read OT Practice. Ideally, they are practitioners who practice in this specialty
area, are interested in learning about this specialty area, or are working with chronically ill
people where psychosocial factors may be influenced. Even if the knowledge users do not
directly work with women who have breast cancer related lymphedema, they may be able to
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gain knowledge of how to support psychosocial factors for other people with acute or chronic
illnesses.
Main Messages
The main messages for this knowledge translation project that the intended audience
should receive after reading this article are as follows:
•

The self-management of breast cancer related lymphedema may have an influence on
self-efficacy, identity, and relationships for women with breast cancer-related
lymphedema

•

Breast cancer related lymphedema may affect the performance of ADL and IADL

•

Occupational therapy practitioners should assess psychosocial components during
treatment

•

Multiple approaches like mindfulness, social supports, and telehealth could potentially
be used for addressing psychosocial factors affected by the self-management of breast
cancer related lymphedema

Knowledge Translation Goals
The goals of this knowledge translation project are targeted towards occupational
therapy professionals, who read OT Practice, and work within in this specialty area, are
interested in learning about this specialty area, or are working with chronically ill people where
psychosocial factors may be impacted. The knowledge translation goals are as follows:
•

Generate awareness that the self-management of breast cancer related lymphedema
affects psychosocial factors, like mental health, quality of life, self-esteem, and selfefficacy
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Impart knowledge that no standard of care or standard protocol exists for treating
psychosocial factors for women with breast cancer related lymphedema

•

Educate practitioners about tools used to support psychosocial factors in order to
create practice changes

Knowledge Translation Strategies
The knowledge translation strategy used for this project will be writing an article,
hopefully to be published in OT Practice, a publication through the American Occupational
Therapy Association.
Knowledge Translation Evaluation
Evaluation of this knowledge translation project will be a change in knowledge among
occupational therapy practitioners. Ideally, occupational therapy professionals will go from
basic understanding of how to treat the physical symptoms of lymphedema to comprehending
how the health education they provide may influence psychosocial factors and quality of life.
Understanding the influence of psychosocial factors will then allow occupational therapy
practitioners to expand their clinical intervention and provide comprehensive care.
Knowledge Translation Project #3: Living with Breast Cancer Related Lymphedema: How Does
Self-Management Affect Quality of Life?
Knowledge Users
The knowledge users for this knowledge translation project are occupational therapy
practitioners, both therapists and assistants. The knowledge users are those who are attending
the American Occupational Therapy Association (AOTA) Annual Conference in San Diego, CA,
planned for Spring of 2021 and choose to take this short course.

LYMPHEDEMA SELF-MANAGEMENT BY BREAST CANCER SUVIVORS

197

Main Messages
The main messages for this knowledge translation project that the intended audience
should receive after participation in this short course are as follows:
•

Lymphedema is a chronic condition that requires specific treatment of its physical
manifestations

•

The self-management of breast cancer related lymphedema may have an influence on
self-efficacy, identity, and relationships for women with breast cancer-related
lymphedema

•

Breast cancer related lymphedema may affect the performance of ADL and IADL

•

The health education provided about the self-management of breast cancer related
lymphedema could influence psychosocial factors

•

Multiple approaches like mindfulness, social supports, and telehealth could potentially
be utilized for addressing psychosocial factors affected by the self-management of
breast cancer related lymphedema

Knowledge Translation Goals
The goals of this knowledge translation project are targeted towards occupational
therapy professionals, who attend this short course. The knowledge translation goals are as
follows:
•

Generate awareness that the self-management of breast cancer related lymphedema
affects psychosocial factors, like mental health, quality of life, self-esteem, and selfefficacy
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Impart knowledge that no standard of care or standard protocol exists for treating
psychosocial factors for women with breast cancer related lymphedema

•

Educate practitioners about tools used to support psychosocial factors in order to
create practice changes

•

Raise interest in using different approaches to support psychosocial health to promote
holistic care

Knowledge Translation Strategies
The knowledge translation strategies that will be used for this project will be presenting
this information in the form of a short course for the American Occupational Therapy
Association (AOTA) annual conference in spring 2021.
Knowledge Translation Evaluation
The evaluation of this knowledge translation project will be a change in knowledge
among practitioners. The evaluation will be in accordance with AOTA’s guidelines. I will have
participants fill out the appropriate paperwork provided by the conference that has details
about the course and whether or not their expectations were met.
Evaluation Analysis
Comprehensiveness
This knowledge translation project, consisting of three specific aims, demonstrates
comprehensiveness on multiple levels. The project partners for this project include the doctoral
advisor committee; I am the primary disseminator. Knowledge users are not part of the
development of this knowledge translation project as they are the beneficiaries. My three
specific aims target practitioners of occupational therapy who are the knowledge users. They
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will receive the education at the completion of this project. The degree of engagement appears
to be a good, as I chose three distinct avenues to share this knowledge: poster presentation at
the Maryland Occupational Therapy Association (MOTA) annual conference, writing an article
for OT Practice, and submitting an abstract for presenting a short course at the American
Occupational Therapy Association (AOTA) national conference for spring 2021.
The expertise from this project team and the partners relative to the proposed
strategies were well developed. For example, advisors for this project were helpful in the
development and creation of content, assisting with ensuring a comprehensive literature
search was done, and knowledge was communicated in way that occupational therapy
practitioners could understand. Ways in which this aspect of the project may have been
improved with regard to expertise would have been conducting individual interviews with
women living with breast cancer related lymphedema to obtain a first-degree account, in
addition to reading research conducting by other individuals.
The knowledge translation goals and main messages for each aim seem to be concise
and clear. The benefits that may emerge from this knowledge translation project are stated in
each goal and main idea, with each aim differing slightly to address the specific knowledge user
and the specific aim. Ways in which the goals and main messages could have improved include
creating a better variety. While each goal and main idea is specific and clear, all are similar in
nature; however, they may be similar in nature because all the knowledge users are
occupational therapy practitioners.
Even though this project is comprehensive in nature and uncovers a subject that
appears to be needed in occupational therapy practice, there are weakness and limitations that
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have occurred. One of the weaknesses in this project consists of the tools I chose to facilitate
psychosocial support with health education. Because there is no standard protocol for
providing support for women living with breast cancer related lymphedema, I chose the tools. I
took ideas and concepts from other areas of clinical practice that worked with individuals living
with chronic illnesses sharing similar psychosocial association as women living with breast
cancer related lymphedema. Therefore, I felt that they were appropriate to investigate further.
The knowledge translation project methods of plan execution are described in detail.
Each aim has a specific set of goals that reflect an outline of each project. The methods for
evaluating each aim of the knowledge translation project could be improved. For my poster
presentation for the state conference, there were no forms or questionnaires that would have
given me concrete answers as to the effectiveness of the project. Verbal responses from
knowledge users were the only formal feedback that I received for the poster presentation. A
more structured manner of evaluation may have been a better way to assess the poster’s
effectiveness to ensure that the knowledge translation project was executed.
Currently, for the article for OT Practice and the short course for AOTA’s national
conference are in progress. I am receiving positive feedback from mentors and peers. Most of
the feedback I am receiving from peers consists of minor stylistic errors. To me that says that
my knowledge translation projects are comprehensible to practitioners and that the goals have
at least been partially met. From my mentors and the doctoral committee, the biggest feedback
I am getting about the knowledge translation project is making things coincide with the bigger
picture of what I am trying to share with people, as well as stylistic errors and presentation
structure.
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Alignment
Each knowledge translation project has its own main messages. Each main message
aligns with a knowledge user, related knowledge translation goal, knowledge translation
strategy, and an indicator of whether or not the knowledge translation goal was achieved. The
main messages for practitioners who view my poster presentation are as follows: the selfmanagement of breast cancer related lymphedema may be associated with changes in selfefficacy, identity, and relationships; breast cancer-related lymphedema may influence the
performance of ADL/IADL; an opportunity to empower women with a self-management
program that supports the psychosocial association of breast cancer related lymphedema
exists. The knowledge translation strategy to be used is a poster presentation with multiple
sources cited to support main messages. Indicators for the success of this knowledge
translation project are weak. I am mostly relying on people’s verbal feedback as evidence of
knowledge translation goal’s attainment. The feedback provided seemed to align with only 1-2
main messages.
The main messages for my article for OT Practice are as follows: self-management of
breast cancer related lymphedema may have an influence on self-efficacy, identity, and
relationships for women with breast cancer-related lymphedema; breast cancer related
lymphedema may influence the performance of ADL and IADL; occupational therapy
practitioners should assess psychosocial components during treatment; multiple approaches
like mindfulness, social supports, and telehealth could potentially be used for addressing
psychosocial factors associated by self-managing of breast cancer related lymphedema. The
knowledge translation strategy to be used is writing an article in a peer reviewed magazine with
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multiple sources cited to support main messages. Indicators for the success of this knowledge
translation project are yet to be determined, as I am waiting to submit the article and for
feedback from the editors. Ideally, I believe that each main message is identified and illustrated
in the background information and case studies; however, I will take the feedback from the
editors and make the necessary corrections.
The main messages for my short course presentation for the American Occupational
Therapy Association (AOTA) are as follows: lymphedema is a chronic condition that requires
specific treatment of its physical manifestations; self-management of breast cancer related
lymphedema may have an influence on self-efficacy, identity, and relationships; breast cancer
related lymphedema may influence the performance of ADL and IADL; health education
provided about the self-management of breast cancer related lymphedema could influence
psychosocial factors; multiple approaches like mindfulness, social supports, and telehealth
could potentially be used for addressing psychosocial factors associated with the selfmanagement of breast cancer related lymphedema. The knowledge translation strategies to be
used are creating a short course with multiple sources cited to support main messages.
Indicators for the success of this knowledge translation project are yet to be determined as I
have not yet submitted an abstract for the conference. I feel that each main idea is supported
by the literature; however, I will make necessary corrections and edits from the peer reviewed
committee.
Feasibility
The feasibility of this knowledge translation project appears to be valid. The availability
of resources was plentiful. The literature was comprehensive with regard to psychosocial status
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as it relates to breast lymphedema and its influence on self-management. However, the
interventions to support psychosocial factors were somewhat limited in the literature specific
to this population of people. The knowledge translation strategies were realistic, and budgets
were minimal to carry out this project. But, the need to be able to access databases was
extremely important. The potential for knowledge translation benefit is clear, as it should reach
a large number of occupational therapy professionals in order to generate new ideas, raise
interest and awareness of the condition, and empower practitioners to help create treatment
approaches for this population of women.
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Chapter 6: Reflection and Recommendations
Reflection
Reflection on Mission and Vision Statements
My doctoral project aligns with the mission and vision statements from the American
Occupational Therapy Association (AOTA) for 2025. AOTA builds their mission and vision upon
five pillars implying that occupational therapy should be effective, have leaders, demonstrate
the ability to be collaborative and accessible, and practice equity, inclusion, and diversity
(AOTA, 2020). The project is effective because evidence from the reviewed literature suggests
that the required daily self-management of breast cancer related lymphedema may influence
psychosocial and occupational performance factors, which are components of the Occupational
Therapy Practice Framework, 3rd Ed (AOTA, 2014). This project demonstrates the need for the
profession of occupational therapy to be a leader in this aspect of clinical care. The purpose of
this project is to challenge current clinical practice and shift the paradigm of thought that the
treatment of chronic conditions should only be management of physical symptoms. Challenging
this practice and encouraging change will help occupational therapy practitioners provide
holistic, client-centered care in accordance with our practice framework. Collaboration is
demonstrated in this doctoral project. AOTA’s Vision 2025 pillar of collaboration states
“occupational therapy excels in working with clients and within systems to produce effective
outcome” (AOTA, 2020). The project revolves around the dissemination of knowledge about
health education with respect to self-managing lymphedema and the association of
psychosocial factors and occupational performance. As practitioners, we must understand what
the client wants and expects as an outcome of treatment and how their mental health and
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quality of life may be affected. By collaborating with the client to ensure that expectations of
treatment are met, we are setting them up for success. The concept of collaboration coincides
with accessibility. Working directly with clients and allowing them to have a voice in their care
shows that the therapist is being culturally responsive and customizing services to those
individual needs. Equity, inclusion, and diversity are concepts incorporated into this doctoral
project as well. Because the nature of this project is client centered and focuses on mental
health, quality of life, and psychosocial status, the individual is considered, not society norms or
preconceived bias. Society views, prejudice, and bias would inhibit the design of this project
making the treatment provided not align with AOTA’s Vision 2025.
The St. Catherine University Henrietta Schmoll School of Health mission and vision
statements emphasize relationship-centered care, socially responsible leadership, and
interdisciplinary initiatives. My doctoral project aligns with St. Catherine University Henrietta
Schmoll School of Health because treating women living with breast cancer related
lymphedema requires relationship-centered care. There is a level of trust that the client must
have with the therapist. Having that relationship and foundation established facilitates
treatment ensuring that client needs are met. By setting the example of clinical practice in this
manner, my intent is to be setting an example for future generations.
The mission and vision statements of the St. Catherine University Department of
Occupational Therapy prepares students to respect the dignity of the individual and value
humans as occupational beings. My doctoral project represents St. Catherine University
Department of Occupational Therapy. Throughout the project, the emphasis on psychosocial
factors with regard to a daily self-care routine for women living with lymphedema stresses
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occupational performance. By acknowledging how occupational performances changes because
of psychosocial status creates a context for respecting people on a human level, understanding
their needs, and allowing the therapist to have greater empathy for clients.
Reflection on Knowledge Translation as a Focus for Advanced Practice
Using knowledge translation as a focus for advanced practice makes me realize the
extent of the contribution to clinical practice I am making. From the beginning of this process, I
was required to come up with a topic of interest and ask a clinical question, as well as explore
potential answers to that question. My question was how does health education and selfmanagement of breast cancer related lymphedema influence psychosocial status, like quality of
life, mental health, self-esteem, and self-efficacy? What I found was an extensive amount of
literature that discussed these factors.
For me, the challenge for knowledge translation was determining ways in which
occupational therapy practitioners can combine physical management with psychosocial factors
using an occupational lens. Our practice framework outlines that we, as clinicians, should
acknowledge client factors, like mental well-being. Because no standard of care exists for the
treatment of psychosocial status as it relates to breast cancer related lymphedema, the concept
of knowledge translation is extremely important.
Knowledge translation considers comprehensiveness, alignment, and feasibility. The
thirteen elements that create comprehensiveness allowed me to explore avenues of how I
could potentially share this information with others. During this process, the knowledge users
were the main drivers in how I decided to create the projects. After I was able to identify the
appropriate knowledge users, I could tailor the project to fit those needs. Identifying knowledge
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users helped to shape the format in which this project has been and will be delivered as well as
any future projects that I may complete. If I didn’t have in mind the audience and who would
benefit from learning about this topic, I wouldn’t have been able to create what I did. I found
this aspect of knowledge translation a good practice to start.
Reflection on Professional Development
Throughout the course of my studies, I have gained an extensive amount of knowledge
about the influence on psychosocial factors as it relates to health education and selfmanagement of breast cancer related lymphedema. When working in the clinic with women
living with this condition, I always suspected that psychological factors were associated with
this condition. I always wondered what people were feeling about having to complete this daily
self-care every day for the rest of their lives. When explaining treatment and self-care to clients,
I often compared self-managing lymphedema to self-managing diabetes to help illustrate the
significance of the condition and how it could worsen if proper self-care didn’t occur.
While emphasis on proper self-care is important, oftentimes I did not consider the
extent to which psychosocial association could happen. By diving into the literature, I read
numerous peer reviewed articles. Many of these articles were qualitative studies completed
through expressive writing, focus groups, or semi-structured interviews. Reading the results
and direct quotations about women living with this condition illustrated how occupational
performance, as well as psychological and social factors, may change.
Recognizing the possibility that changes may occur with occupational performance, as
well as psychological and social factors, influenced the way in which I practice. After completing
this project, I believe that I am much more aware and cognizant of the emotional well-being of
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my clients. I have uncovered information that suggests there is an opportunity for therapists to
provide more than physical management of lymphedema.
Changes to my own practice include encouraging my clients to write down their feelings,
especially if they are of anger and sadness, and then take the physical actions of crumpling the
paper and throwing it away. I try to encourage women to participate in our hospital’s peer
mentorship program for women living with breast cancer. Should these women choose to
participate, I email the nurse navigators in charge of the program and explain they are living
with lymphedema, and if possible, to match them with another survivor living with this
condition.
For my own professional development, this project has been a reminder of how to
provide comprehensive care with an occupational lens that incorporates meaningful activity in
accordance with the Occupational Therapy Practice Framework (3rd Ed) (AOTA, 2014). It has
allowed me to have the opportunity to address other underlying issues that may be associated
with breast cancer related lymphedema. By taking this opportunity, I believe that I can help
women manage issues that other disciplines may or may not be able to do.
Recommendations
Summary of Needs for Future Knowledge Translation
This project has explored how health education and self-management of breast cancer
related lymphedema may influence psychosocial factors. It has opened the door for other types
of therapists, professionals, stakeholders, and clients to learn how this condition may consist of
more than treating a physical problem. There are ways in which the context of this project
could be further explored which include but are not limited to: using the International
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Classification of Functioning, Disability, and Health (ICF) as a model rather than The OT Practice
Framework or exploring how the health related quality of life response shifts with women living
with breast cancer related lymphedema.
One future need for knowledge translation in its current context would be for
professionals interested in starting a peer mentorship program at their hospital, office, or
institution. Examples of professionals who may play a role in starting a peer mentorship
program, could be nurses, social workers, recreational therapists, or a community outreach
worker/relations officer. Using knowledge translation as a means for teaching and
demonstrating how the health education and self-management of breast cancer related
lymphedema may influence the psychosocial status of women living with this condition, the
professionals who would be starting a peer mentorship program may gain insight and a better
understanding of how to tailor their program to meet the needs of people.
Knowledge translation would provide an opportunity for me, as an occupational
therapist, to share my information with other professionals and show them how an
occupational therapy practitioner may influence this population. Knowledge translation would
help other professionals looking to start this type of program with valuable information about
how self-managing this chronic condition may influence daily life and women’s subsequent
mental health. By other professionals learning about this topic through the lens of an
occupational therapy professional could allow for comprehensive, relative, and needed services
to help women adjust to a new way of living.
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One Proposed Future Knowledge Translation Project
The following proposal of a future knowledge translation project was created using The
Knowledge Translation Planning Template (Barwick, 2008, 2013, 2019).
Knowledge Users
The knowledge translation users will be professionals looking to start a peer mentorship
program to support women living with breast cancer related lymphedema. These professionals
could include nurses, physical therapists, physical therapy assistants, occupational therapists,
occupational therapy assistants, recreational therapists, social workers, community outreach
officers, and/or medical practice managers.
Main Messages
The main messages for this knowledge translation project that the intended audience
should receive are as follows:
•

The self-management of breast cancer related lymphedema may have an influence on
self-efficacy, identity, and relationships for women living with this chronic condition.

•

Peer support and peer mentorship may positively influence self-esteem, self-efficacy,
and mental health.

•

Peer support and peer mentorship are associated with authentic relationship
development and can help people living with a chronic medical condition create a sense
of normalcy.
Knowledge Translation Goals
The goals of this knowledge translation project are targeted towards professionals

which could include nurses, physical therapists, physical therapy assistants, occupational
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therapists, occupational therapy assistants, recreational therapists, social workers, community
outreach officers, and/or medical practice managers. The knowledge translation goals are as
follows:
•

Generate awareness that the self-management of breast cancer related lymphedema
may influence psychosocial factors, like mental health, quality of life, self-esteem, and
self-efficacy

•

Raise interest in developing a peer support group or mentorship program to promote
health and well-being for women living with breast cancer related lymphedema

•

Educate professionals about effective structures and ways in which to manage a peer
support group or mentorship program
Knowledge Translation Strategies
The knowledge translation strategies that will be used for this project are an educational

strategy. This educational strategy could be a workshop, professional development seminar, or
an in-service training.
Knowledge Translation Evaluation
The evaluation of this knowledge translation project could be a change in knowledge
among professionals about the nature of peer support with this population of people. Creating
a post event survey that asked questions about objectives, relevance of information, and newly
acquired information may be utilized.
Reflection on Covid-19 during the Doctoral Project
Without a shadow of a doubt, Covid-19 was a horrible, surreal world-wide pandemic
that happened during the completion of this doctoral project. The world around me was filled
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with people who were angry they could not go to work or fear-stricken that loved ones would
get sick and die. For me, Covid-19 was an unforeseen blessing. Since the middle of March, my
employer put in work schedule rotations and then an eventual furlough. I was partially
furloughed as a result of Covid-19 with concerns of full furlough or collecting unemployment;
these concerns remain with me as I complete this project.
However, despite the employment situation I was in, Covid-19 gave me multiple gifts.
One gift was the reminder not to take my own health and happiness for granted. Covid-19
made me further appreciate that family and friends are some of the most important aspects of
life. Covid-19 gave me the opportunity to drink coffee and watch Today with my mom over
FaceTime—something that if I were fully working everyday would not have happened. In time, I
will reflect on that activity and probably laugh. I will tell that story to my future children and
grandchildren who will probably think it was an insane idea. Although, who knows with
technological advances, we may be able to create holograms and have our moms sit in the
living room with us during the next worldwide problem, which, hopefully, will not be in my
lifetime.
The final gift Covid-19 gave me was time to be of service to others. Given the extra time
I had due to furlough placed upon me, I was able to sew masks for my friends and family to use
when out in public. Completing the Doctor of Occupational Therapy program during Covid-19
allowed me to establish collegial relationships and friendships that I hope will last a lifetime. I
was able to be of service to my classmates by providing edits and feedback to their projects. I
was able to get out of myself and rise above the adversity placed upon me by this virus. I very
easily could have sat on my couch in my living room and pouted about what was happening
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around me. But, I was able to practice resilience. With every negative condition that Covid-19
placed, there was a positive counterpart. For me Covid-19 was and continues to be Newtonian.
Out the negative situation of furloughs and shelter in place guidelines, I was able to create
happy memories with my family and positively influence those around me by being of service.
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